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SECTION ONE 
PROFESSIONAL AUDIT
PERSONAL STUDY PROGRAMME
Psych D in C lin ic a l  Psychology: Conversion Programme
Name: Anna Amelia Iwnicki
Date of Registration: April 1994
Registration Number: 3101827
1. OVERALL AIMS AND OBJECTIVES
1.1 To a t ta in  greater professional competence in order to  
enhance the contribution of c l in ic a l  psychology to health  
care.
1.2 To promote the image of c l in ic a l  psychology fu rther  a f ie ld .
1.3 To enhance and promote the standing of the psychology 
department within the Trust.
1.4 To f u l f i l  a personal ambition and pursue my career 
in te re s t .
2. ACADEMIC
2.1 AIMS
2.1.1  To enhance academic competence in two s p e c ia lis t  areas of 
c l in ic a l  psychology so as to develop the services offered  
by the department and the profession.
2 .1 .2  To promote the reputation fo r knowledge w ithin the 
department.
2 .1 .3  To update academic information w ithin the department.
32 .1 .4  To increase the knowledge of a l l  departmental members 
through the presentation of information through seminars.
2.2 OBJECTIVES
2.2 .1  To complete two c r i t i c a l  reviews, one fo r each of the two 
spe c ia lis t  areas.
2 .2 .2  To complete two extensive l i t e r a tu r e  searches in the two 
specified areas.
2 .2 .3  To increase my own academic knowledge in each of the two 
areas.
2 .2 .4  To increase the academic knowledge of the department 
members in each of the two areas.
2.3 RATIONALE
2.3.1  To update l i t e r a tu r e  in the department in the spec if ic  
f ie ld s  of in te re s t .
2 .3 .2  To investigate  a f ie ld  of in te re s t  to the department which 
w il l  enable fu ture service developments.
2 .3 .3  To provide an opportunity to update my academic knowledge 
in the f ie ld s  chosen.
2.4 PLAN
2.4 .1  A c r i t i c a l  review on the current issues in the 
c la s s if ic a t io n  of the dementias.
2 .4 .2  A c r i t i c a l  review on the self-management of diabetes and 
the potentia l contribution of c l in ic a l  psychology to the  
management of diabetes.
3. CLINICAL
3.1 AIMS
3.1 .1  To increase personal and professional competence.
3 .1 .2  To develop and supplement the service offered by the 
department.
3 .1 .3  To s a t is fy  the BPS requirements for Chartered status.
3 .1 .4  To increase professional confidence.
3.2 OBJECTIVES
3.2.1  To present a dossier on c l in ic a l  a c t iv i t y  that w i l l  make 
evident increased personal c l in ic a l  competence.
3 .2 .2  To gain more experience in working with fam ilies  using a 
systemic model.
3 .2 .3  To gain some experience working in the f ie ld  of health  
psychology.
3 .2 .4  To receive weekly supervision from a c l in ic a l  psychologist 
who has been q u a lif ie d  for at least two years.
3.3 RATIONALE
3.3.1  To f u l f i l  the essential suggestions la id  out in the th ird  
year tra in in g  plan.
3 .3 .2  To s a t is fy  the BPS 'Evaluation of C lin ic a l  Competence' in 
order to obtain e l l i g i b i l i t y  for Chartered status.
3.4 PLAN
3.4.1  To attend systemic family therapy sessions run by the Adult 
Psychology Department, and fo llow  the progress of at least  
one fam ily.
3 .4 .2  To attend regular fo r tn ig h t ly  supervision sessions provided 
by a psychologist specia lis ing  in the psychodynamic model.
53 .4 .3  To set up weekly supervision sessions providing health  
psychology input to the Medical Unit of Kingston General 
Hospital, and monthly sessions fo r  the Diabetes Day U n it .
3 .4 .4  To set up weekly supervision session with my l in e  manager 
up to October 1994 to s a t is fy  BPS c r i t e r i a  for Chartered 
status.
4. RESEARCH
4.1 AIMS
4.1.1  To increase research competence so as to develop the 
services offered by the department.
4 .1 .2  To increase the knowledge ava ilab le  to the department and 
profession.
4 .1 .3  To raise awareness within local health services of
p a r t ic u la r  service needs.
4 .1 .4  To pursue personal research in te res ts  aris ing  out of
c l in ic a l  practice .
4.2 OBJECTIVES
4.2.1  To produce a piece of research which, when added to
previous research amounts to a dosier of approximately 
40,000 words.
4 .2 .2  To improve personal research s k i l ls .
4 .2 .3  To strengthen s k i l ls  in performing l i t e r a tu r e  searches.
4.3 RATIONALE
4.3.1  To achieve a greater understanding of a spec if ic  area of 
work and so become more competent in dealing with  
presenting problems.
4 .3 .2  To provide the department with more information to
6f a c i l i t a t e  the setting  up of new services to s a t is fy  
spec if ic  needs.
4 .3 .3  To enhance understanding in th is  area among s ta f f  and 
provide a be tte r service for c l ie n ts  and th e ir  carers.
4 .4  PLAN
4.4.1  To design and implement a research project to e l i c i t  the 
models s ta f f  on a Stroke Unit use to shape th e ir  
inform ation-giving to carers.
5. PORTFOLIO OUTLINE
5.1 Section One: Academic Component
5.1 .1  A c r i t i c a l  review of the l i t e r a tu r e  on the current issues 
in the c la s s if ic a t io n  of the dementias.
5 .1 .2  A c r i t i c a l  review of the l i t e r a tu r e  on the self-management 
of diabetes and the potentia l contribution of c l in ic a l  
psychology to the management.
5 .1 .4  Workshop and lecture attendance.
5.2 Section Two: C lin ic a l  Component
5.2 .1  Univers ity of Surrey/SWTRHA MSc in C lin ic a l  Psychology 
th ird  year t ra in in g  plan.
5 .2 .2  Account of Continuing Professional Development undertaken 
during the course of the Psych D.
5 .2 .3  The BPS 'Evaluation of C lin ic a l  Competence' form as a 
prerequ is ite  of chartering.
5 .2 .4  Letter from the BPS informing of e l l i g i b i l i t y  for Chartered 
status.
5.3 Research Component
5.3 .1  Research submitted for MSc C lin ic a l  Psychology 'Levels of
7Information and Carers' Coping S tra te g ie s '.
5 .3 .2  Novel research fo r th ird  year of t ra in in g :  'Models Used to
Shape Information-Giving by S ta f f  on a Stroke U n it ' .
5.4 SUMMARY OF COURSES OVER THE THREE YEARS OF CLINICAL
PSYCHOLOGY TRAINING
5.4 .1  Year I
Academic Component 
PLD
Adult Mental Health
Child and Adolescent Psychology
C lin ic a l  and Professional Issues
R ehabilita tion
Older Adults
(Assessed by three 3 hour examinations, one in PLD, one in 
Adult Mental Health, and one in Child and Adolescent 
Psychology).
C lin ica l Component
Four month placement in PLD
Four month placement in Adult Mental Health
Four month placement in Child and Adolescent Psychology
Research Component
A piece of research on placement carried  out and submitted, 
'Evaluation of a group for Older Adults with Dementia'.
5 .4 .2  Year I I  
Academic Component 
PLD
Adult Mental Health
8Child and Adolescent Psychology
C lin ic a l  and Professional Issues
Research Methods
Neuropsycholgy
Health Psychology
Older Adults
Psychology and the Law
(One 45 minute seen neuropsychology examination).
C lin ica l Component
Two four month placements in separate sp e c ia lis t  f ie ld s
Research Component
One four month research placement
One 20,000 word d issertation
5 .4 .3  Year I I I
Academic Component
Attendance at a va r ie ty  of workshops and seminars 
Three 3,000 word c r i t i c a l  reviews in s p e c ia lis t  areas
C lin ica l Component
Fulfilm ent of the th ird  year of t ra in in g  plan 
Satisfy ing the BPS Evaluation of C lin ica l Competence 
Continuing professional development in chosen f ie ld  of work
Research Component
Submission of research ammounting to approximately 40,000 
words.
6. TRAINING EVENTS ATTENDED
6.1 Lectures/Seminars
6.1 .1  Eating Disorders (Nihara Krause, Univers ity  of Surrey).
6 .1 .2  Couples Therapy (Joanna Rosenthal, Senior M arita l  
Psychotherapist, Tavistock In s t i tu te  fo r M arita l Studies).
6 .1 .3  Assessing Suicidal Risk (Dr Mark T a t te rs a l1, Consultant 
Psych ia tris t ,  Kingston Hospita l) .
6 .1 .4  SPSS: A f r ie n d ly  refresher (A la is te r  Smith, Un ivers ityof  
Surrey).
6 .1 .5  A Directory of S ta t is t ic a l  Tests and Procedures (Chris  
Fife-Shaw, Univers ity of Surrey).
6 .1 .6  A d irectory  of q u a li ta t iv e  methods (Evanthia Lyons, 
University of Surrey).
6 .1 .7  Neuropsychological Assessment (Paul Devonshire).
Further Ideas:
-  Personality disorder -  development in therapeutic in tervention .
-  Group processes and application to m u lt i -d is c ip l in a ry  team 
functioning.
-  Marketing services.
-  Organisational psychology
-  New developments in neuropsychological assessment.
6.2 Workshops
6.2.1  A lte rn a t ive  approaches to working with adult c l ie n ts  who 
are ambivalent about changing (Paul Davis, Jane S tree t ,  
A las ta ir  Sutherland, Alex Copello).
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6 .2 .2  Post Traumatic Stress Disorder (Professor William Yule).
6 .2 .3  B r ie f  Focal Psychotherapy (Roger Squier).
6 .2 .4  Schema-Focused Cognitive Therapy for Borderline Personality  
Disorder (Dr Mary-Ann Layden).
11
Signed... Participant
Signed, Head of Clinical Department
Signed, ik Course Director
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SECTION TWO 
ACADEMIC AUDIT
13
CRITICAL REVIEW ONE: The Self-Management of Diabetes M e ll itus
(Pages 14-44).
CRITICAL REVIEW TWO: Current Issues in the C lass if ica tio n  of the
Dementias (Pages 45-72).
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CURRENT ISSUES IN THE CLASSIFICATION OF THE DEMENTIAS.
The 1993 Alzheimers Disease Society Report (Alzheimers Disease 
Society Report: Caring fo r Dementia Today and Tomorrow, 1993)
estimates that the prevalence of dementia in the U.K. w i l l  
increase from 0.1% (current estimates) to 0.5% in the year 2021 
for ages 40 to 65, and from 20% to 25% fo r  people aged over 80. 
There are implications for health professionals in terms of the 
need to improve on current diagnosis, assessment and management. 
A major problem facing professions involved in assessing and 
managing people with dementia, has been the tendency fo r  these
patients to be seen as belonging to a homogeneous group. This
means that patients have been labe lled  with the term 'dementia' 
making i t  d i f f i c u l t  to provide appropriate ind iv idualised
treatment or management.
In recent years research has promoted increasing insight in to  the 
concept of dementia. The aim of th is  review is th ree fo ld .  
F ir s t ly  i t  aims to explore the current conceptualisation and 
c la s s if ic a t io n  of dementia and subtypes of dementia. Secondly, to  
outline  some of the new developments in the d i f fe re n t ia t io n  of the 
dementias in l ig h t  of empirical evidence; and, th i r d ly ,  to  
high ligh t some of the issues and d i f f i c u l t i e s  surrounding the 
development of a comprehensive system of c la s s i f ic a t io n .
1. Current Conceptualisation of Dementia.
H is to r ic a l ly  dementia has been defined by psych ia tr is ts  as a 
"global deterio ration  of mental functioning in i t s  in te l le c tu a l .
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emotional and cognitive aspects" fo r which there can be no cure or 
treatment (Mayer-Gross et a l . ,  1969). As recently as 1987
Lishman, in a tex t  of organic psychiatry, described dementia as an 
"acquired global impairment of in t e l le c t ,  memory and personality ,  
but without impairment of consciousness" (Lishman, 1987). More 
contemporary views challenge th is  long held b e l ie f  of dementia 
being characterised by global impairment and there is  evidence in 
the l i t e r a tu r e  of an acceptance that (a) dementia does not a f fe c t  
the brain uniformly ( fo r  example, Neary, 1994; Neary and Snowden, 
1991), and (b) revers ib le  conditions of dementia have been 
id e n t i f ie d  (Souder,1992). For example,in a review of studies up 
to 1983 which explored the diagnosis of dementia in ind iv iduals  
presenting with cognitive d e f ic i ts ,  Rabins (1983)found that  
between 10 and 20% of patients diagnosed as having a dementia had 
a p o te n t ia l ly  revers ib le  dementia such as delirium . While there  
is  more recent evidence that demonstrates that fewer revers ib le  
dementias come to l ig h t  in patients over the age of 65 (Wallin et 
a l ,  1994) the research h ighlights the need fo r fu rthe r
consideration of the d e f in it io n  and c la s s i f ic a t io n  of the
dementias. I f  d iagnositic  guidelines are to be useful to
clin icans and researchers i t  is  essential fo r the c la s s i f ic a t io n
of the dementias to be meaningful.
In addition to the move away from the concept of global 
impairment, is  the s h i f t  in thinking from regarding dementia as a 
unitary disorder of brain damage to viewing i t  as an umberella 
term describing a syndrome. Neary (1994) fo r example, describes 
dementia as "a generic term embracing a number of 
neuropsychological syndromes c h a ra c te r is t ic  of d i f fe re n t  brain  
diseases". This re f le c ts  a broad consensus in the l i t e r a t u r e
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reviewed that ( i )  the term "dementia" should be used to define a 
syndrome of aquired in te l le c tu a l  dysfunction, involving several 
domains of in te l le c tu a l  and cognitive a b i l i t i e s ,  that resu lt  from 
impairment in brain functioning (Perets and Cummings, 1988; Lezak, 
1995), and ( i i )  w ithin th is  syndrome i t  is  accepted to describe a 
number of dementias, or subtypes of dementia, according to the 
condition or disease process causing them ( fo r  example Alzheimer's  
Disease, M u l t i - in fa r c t  dementia e tc ) .  Accordingly, while not 
universal, i t  is  now more widely accepted that dementia is  a not 
disease in i t s  own r ig h t ,  but a de ter io ra tion  in various aspects 
of an indiv iduals functioning -  including social behaviour and 
in te l le c tu a l  functioning -  which presents in a var ie ty  of ways 
according to the condition which causes i t  and the individual  
concerned. As th is  paper w i l l  demonstate, the increasing
recognition of the need to describe the subtypes of dementia has 
recently begun to stimulate increasing d i f fe re n t ia t io n  in 
diagnostic guidelines.
Since the presentation of early  broad diagnostic guidelines in 
textbooks ( fo r  example those set out by Mayer-Gross, 1969), and as 
the need fo r a more systematic diagnostic framework is  being 
acknowledged due to increasing d i f fe re n t ia t io n  of the dementias, 
the resp o n s ib il ity  for princ ip les  of c la s s if ic a t io n  of dementia 
has been large ly  taken over by in ternationa l and national 
organisations. The DSM-III -  R (D iagnositic  and S ta t is t ic a l  
Manual of Mental Disorders, Third Edition -  Revised; American 
Psychiatric Association, 1987) and ICD -  10 ( In te rn a tio n a l
C lass if ica tio n  of Diseases; WHO 1988) are currently  the two major 
systems of c la s s if ic a t io n  providing guidelines to the diagnosis of 
dementia. They set out guidelines for diagnosing the broad
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syndrome of dementia and, to a lesser degree, some of the subtypes 
of dementia. Prior to looking at issues around the v a l id i t y  and 
r e l i a b i l i t y  of these systems of c la s s i f ic a t io n ,  the following  
section outlines the DSM-III-R and ICD 10 systems of 
c la s s i f ic a t io n .  At the time of w rit in g , the fourth ed ition  of the 
Diagnostic and S ta t is t ic a l  Manual of Mental Disorders had recently  
been published by the American Psychiatric  Association (DSM-IV, 
1994). The diagnostic guidelines for dementia and subtypes of 
dementia have been s l ig h t ly  expanded in the new ed it ion . However, 
th is  is  a re la t iv e ly  new supplement and consequently the 
l i t e r a tu r e  reviewed la rge ly  drew on the c la s s if ic a t io n  system 
outlined in the DSM-III-R . This may be because research is  only 
now being stimulated by the new guidelines and i t  is  to be 
expected that there would be a b r ie f  in te rva l between the 
publication of such guidelines and the a v a i la b i l i t y  of published 
research based on them. This c r i t i c a l  review w i l l  therefore  focus 
on DSM-III-R diagnostic guidelines and research re la t in g  to the 
c la s s if ic a t io n  system outlined in the DSM-III-R . A b r ie f  summary 
of the new categories defined in the DSM-IV w i l l  be set out 
following the DSM-III-R framework. This may help to give a 
f lavour of the d irection  in which c la s s if ic a t io n  of the dementias 
is progressing.
2. Systems of C lass if ic a tio n .
(a) Jhe DSM-III-R.
The DSM-III-R defines the broad syndrome of dementia and four main 
subtypes of dementia: Dementia of the Alzheimer's Type (DAT),
Vascular Dementia or M u lt i - In fa r c t  Dementia (MID), dementia in 
diseases c la s s if ie d  elsewhere, and dementia not otherwise
18
specified . Dementia is  categorised according to c l in ic a l  signs,
severity ,  onset and neuropathology.
The DSM I I I - R  c r i t e r i a  fo r the broad syndrome of dementia are:
A. Démontrable evidence of impairment in short- and
long-term memory. Impairment in short-term memory 
may be indicated by in a b i l i t y  to remember three
objects a f te r  f iv e  minutes. Long-term memory
impairment may be indicated by in a b i l i t y  to remember 
past personal information or facts of common
knowledge.
B. At least one of the following:
1. Impairment in abstract th inking, as 
indicated by in a b i l i t y  to f ind  
s im i la r i t ie s  and differences between 
re lated words, d i f f i c u l t y  in defining  
words and concepts, and other s im ila r  
tasks;
2. Impaired judgment, as indicated by 
i n a b i l i t y  to make reasonable plans to deal 
with interpersonal, family and job-  
re lated  problems and issues;
3. Other disturbances of higher co rt ica l
function, such as aphasia (disorder of
language), apraxia ( in a b i l i t y  to carry out
motor a c t iv i t ie s  despite in ta c t  
comprehension and motor function ), and 
"constructional d i f f i c u l t y "  (e .g .
in a b i l i t y  to copy three dimensional 
f igures, assemble blocks, or arrange
19
sticks in spec if ic  designs);
4. Personality change, i . e .  a l te ra t io n  or 
accentuation of premorbid t r a i t s .
C. The disturbance in A. or B. s ig n i f ic a n t ly  in te rfe res
with work or usual social a c t iv i t ie s  or
relationships with others.
D. Not occuring during the course of d e l ir iu m ..
E. E ither 1. or 2.
1. There is  evidence from the h is tory ,
physical examination or laboratory tes ts ,  
of spec if ic  organic factor or factors
judged to be e t io lo g ic a l ly  re lated to the 
disturbance;
2. In the absence of such evidence, an
e t io lo g ic  organic factor can be presumed 
i f  the disturbance cannot be accounted fo r  
by any non-organic mental fac to r ,  e .g.  
major depression accounting fo r cognitive  
impai rment.
DSM-III-R C r i te r ia  for severity  of dementia:
Mild: Although work or social a c t iv i té s  are s ig n if ic a n t ly
impaired, the capacity for independent l iv in g  remains.
Moderate: Independent l iv in g  is  hazardous, and some degree of 
supervision is necessary.
Severe: A c t iv i t ie s  of da ily  l iv in g  are so impaired that continual 
supervision is required.
Primary Degenerative Dementia of the Alzheimer Type:
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A Dementia
B Insidious onset with a generally progressive deterio ra ting
course.
C Exclusion of a l l  other spec if ic  causes of Dementia by 
history , physical examination, and laboratory tes ts .
M u l t i - In fa r c t  Dementia
A Dementia
B Stepwise deterio ration
C Focal neurologic signs
D Evidence from h is tory , physical examination of s ig n if ic a n t
cerebrovascular disease.
Dementia Not Otherwise Specified
Dementias associated with an organic factor and aris ing  before or 
a f te r  age 65 that cannot be c la s s if ie d  as a spec if ic  Dementia.
The DSM-IV (1994) c la s s if ic a t io n  of the dementias is  very s im ila r  
to that set out by DSM-III-R. There are a number of developments 
that indicate increasing d i f fe re n t ia t io n  between the subtypes of 
dementia and greater s p e c if ic i ty .  S p e c if ic a l ly ,  the DSM-IV sets 
out more spec if ic  diagnostic guidelines for one type of primary 
degenerative dementia (Alzheimer's Disease (AD)), and one type of 
vascular dementia (m u lt i - in fa rc t  dementia (M ID)). Dementia of the 
Alzheimer's Type (DAT) is fu rther divided in the DSM IV to include  
la te  onset (a f te r  age 65) and early  onset types of DAT. Both
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types of DAT and the MID are subclassified as "uncomplicated" or 
combined with e ith er  delirium , delusions, or depression.
In addition the DSM-IV elaborates on dementias due to other 
general medical conditions such as HIV, head trauma, Parkinson's 
Disease, Huntington's Disease and Pick's Disease.
(b) ICD 10
The ICD-10 (WHO, 1988), developed predominantly by European 
researchers, is  based on the DSM-III-R, shares the same d e f in it io n  
of dementia and, l ik e  the DSM-III-R , is  concerned with diagnostic  
guidelines and d i f fe r e n t ia l  diagnostic problems. Like the DSM- 
I I I - R  four main categories of dementia are outlined: DAT, vascular 
dementia, dementia in diseases c la s s if ie d  elsewhere (such as 
Pick's disease, and C reu tz fe lt  Jakob's disease), and a fourth  
category containing "dementia not otherwise specified". S im ilar  
to the DSM-III-R, DAT is separated into  type 1 and type 2, with
type 1 being the early  onset form and Type 2 la te  onset.
In contrast to the DSM-III-R system of c la s s i f ic a t io n ,  there is  
also a subtype of AD with atypical c l in ic a l  features or mixed with 
vascular dementia. The categorisation of vascular dementia in 
the ICD 10 is  s l ig h t ly  d i f fe re n t  to the DSM-III-R as i t  is  
necessary for impairments to have a "sudden onset" rather than 
stepwise d e te r io ra tion , and is fu r th e r  subdivided into whether 
predominantly co rt ic a l  or subcortical elements are involved. 
Unlike the DSM-III-R the ICD 10 e x p l ic i t l y  states th a t  the
symptoms of dementia should have been present fo r at least 6
months. In contrast to the DSM-III-R the ICD 10 c r i t e r i a  do not 
include the assessment of "other disturbances of higher co r t ic a l  
functions, such as aphasia, apraxia, agnosia, and constructional
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di f f i  c u l t i  es" .
In sum, the diagnostic c r i t e r i a  outlined in the ICD 10 are 
s l ig h t ly  broader than those outlined in the DSM-III-R , and include 
information on minimum duration of symptoms p r io r  to diagnosis of 
dementia, and are more spec if ic  about type of progression and 
loca lis a tio n  of impairment in MID. There is  no explanation in the 
ICD 10 guidelines as to why these differences ex is t but i t  may be 
explained by the fac t  that the ICD 10 was published a year la te r  
than the DSM-III-R and new insights regarding subtypes of dementia 
were being drawn from empirical evidence. I t  is  also possible  
that the increasing s p e c if ic i ty  of the ICD 10 re f le c ts  cross­
national differences in emphasis on certa in  aspects of dementia 
being studied experimentally.
Both systems of c la s s if ic a t io n  recognise the syndrome of dementia 
and la rge ly  agree on the d e f in it io n  and subtypes of dementia 
specified . Both focus predominantly on the MID and AD subtypes, 
but both only provide b r ie f  descriptions of c l in ic a l  signs. Both 
systems are descrip tive , with the ICD 10 d i f fe re n t ia t in g  MID 
depending on whether co rt ica l or subcortical elements are
involved. In terms of neuropsychological functioning, no formal 
measures are advocated by e ith e r  approach. Neither system 
provides guidelines for other seemingly d is t in c t  subtypes of 
dementia such as dementia of the fro n ta l type (DFT), (Neary et  
a l . ,  1988). Again, th is  may be because research into  diagnostic  
guidelines of DFT were jus t being developed at the time of 
publication .
3. New Developments in the C lass if ic a tio n  of AD.
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There is  evidence in the l i t e r a tu r e  reviewed of a gradual move 
towards the development of more spec if ic  c r i t e r i a  fo r the 
d if fe re n t  subtypes of the dementias and the development of more 
spec if ic  diagnostic guidelines.
A widely used diagnostic framework for AD, developed by 
researchers representing the National In s t i tu te  of Neurological 
and Communicative Disorders and Stroke (NINCDS) and the 
Alzheimer's Disease and Related Disorders Association (ADRDA), is  
a re la t iv e ly  recent supplement to the standard systems of 
c la s s if ic a t io n  to have been developed through research to improve 
diagnosis (McKhann et a l ,  1984). The framework aims to assist the 
diagnosis of AD by fu rther  specifying the d iagnositic  c r i t e r i a .  
Unlike the DSM-III-R and ICD 10 i t  is  based on a 
neuropsychological battery . For AD to be diagnosed the patient  
must score below the 5th c e n ti le  on a l l  subtests contained in the 
battery , measuring a range of cognitive functions (including:  
orien ta tion , memory, language, perceptual s k i l l s ,  praxis,  
a tten tion , problem solving a b i l i t i e s  and functional s ta tu s ) .  
Although there is  some evidence of disagreement between 
researchers in terms of the nature of the neuropsychological 
measures used (Loewenstein et a l . ,  (1994) fo r example, in a study 
exploring cu ltu ra l bias in neuropsychological assessment of older 
adults, found that the performance of Cubans and Hispanics was 
poorer than English speaking groups), many researchers and 
c lin ic ia n s  advocate th is  approach ( fo r  example, Gustafson, 1992).
While the move towards increasing s p e c if ic i ty  guidelines fo r the 
dementias is  important as i t  w i l l  provide a more accurate means of 
evaluating results  of research comparing d i f fe re n t  populations and
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allow more accurate diagnosis, the c l in ic a l  usefulness of th is  
supplement is  questionable as i t  u t i l is e s  the outdated "global 
deterio ration" d e f in it io n  of dementia. That is ,  fo r  AD to be 
diagnosed a l l  scores on the neuropsychological measures must be 
below the 5th c e n t i le .  This approach may be useful for
id en tify in g  patients with AD in the la t t e r  stages of AD for
research purposes, but does not seem very useful fo r p rac t it io n ers
attempting to diagnose an early  dementia or d i f fe r e n t ia te  between 
the subtypes of dementia. Id e a l ly  th is  framework requires  
updating to allow for more f l e x i b i l i t y  in terms of measuring 
impairment that may only be present in several domains of
cognitive functioning.
4. V a l id i ty  and R e l ia b i l i t y  of the ICD 10, DSM-III-R and 
NINCDS-ADRDA for diagnosing dementia.
Given the complexity and multi fa c to r ia l  nature of dementia one 
might predict that i t  would be d i f f i c u l t  to c la s s ify .  This 
complexity is  perhaps unique to dementia due to the breadth of the 
d e f in it io n ,  the heterogeneous nature of the group. That is ,  
ind iv iduals with certa in  patterns of impairment may be categorised  
as one of a number of subtypes of dementia due to the sketchy 
nature of the c la s s if ic a t io n  guidelines. In addition the 
c la s s if ic a t io n  of dementia id e a l ly  necessitates the combination of 
a number of elements needing d e f in it io n  such as physical and 
neurological factors , neuropsychological factors and psych ia tr ic  
factors . I t  is  therefore very d i f f i c u l t  to define c r i t e r i a
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against which to va lida te  the systems of c la s s i f ic a t io n .
What follows is a review of some of the research that has
attempted to va lida te  the systems of c la s s if ic a t io n .
In an attempt to evaluate the r e l i a b i l i t y  and v a l id i t y  of the DSM- 
I I I - R  c r i t e r i a ,  ICD 10 and NINCDS-ADRDA for diagnosing AD, Rebok 
and Folstein (1993) carried out a meta-analysis of 
neuropsychological, psych iatr ic , gerontological and
epidemiological l i t e r a tu r e  fo r research studies dealing with the 
diagnosis of subtypes of dementia such as AD and MID. They
looked at 11 studies in a l l ,  mostly from the United States, only
four of which were longitudinal studies. Using neuropathological 
c r i t e r i a  ( th a t  is ,  in th is  case, diagnosis established on
postmortem) or longterm follow-up, they found that the prevalence 
rates for AD using the ICD 10 and DSM-III-R c la s s if ic a t io n  and 
diagnostic frameworks varied between studies. The diagnosis of 
severe forms of AD remained re la t iv e ly  stable across the studies, 
but the diagnosis of milder forms of AD ranged between 2 and 50% 
of patients assessed. Inaccuracy of antemortem diagnosis of AD 
ranged as high as 45%. This was improved considerably in studies  
u t i l is in g  the NINCDS and ADRDA c r i t e r i a  and accuracy was increased 
with the use of neuropsychological tes t in g . The
neuropsychological tests  used in the studies were not expanded 
upon.
There are some methodological considerations that l im i t  the 
g e n e ra l is a b il i ty  of these find ings. For example, there is  a 
p o s s ib i l i ty  that neuropathological findings at postmortem do not 
necessarily re f le c t  actual impairments due to indiv idual  
v a r ia b i l i t y  in impact of loca lis a tio n  of impairment. However, the 
results do provide evidence for the need to develop s p e c if ic i ty  of
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diagnostic guidelines.
A la te r  major cross-national study on the prevalence of dementia, 
(Baldereschi et a l .  (1994)) u t i l is e d  a d i f fe re n t  methodological 
approach but drew s im ila r  conclusions. The researchers attempted 
to establish the in te r ra te r  agreement on the c l in ic a l  diagnosis of 
the dementia syndrome and dementia subtypes. Using the DSM-III-R  
and ICD 10 c r i t e r i a  for dementia syndrome, the NINCDS-ADRDA 
c r i t e r i a  for AD, and the ICD 10 fo r other dementing diseases i t  
was th e ir  aim to begin the process of developing a reproducible  
in ternationa l standard fo r the diagnosis of dementia. Fourteen 
c l in ic ia n s  independently assessed the diagnosis of 51 patients  
whose c l in ic a l  information was in standard records w ritten  in 
English. The selection c r i t e r i a  were the completeness of patien t  
diagnostic assessment and the confirmation of the diagnosis on the 
basis of the postmortem examination or at least 2-year follow-up.  
The mean age of the patients was 64 and a l l  were diagnosed as 
having dementia. A group of experienced c l in ic ia n s  were asked to  
use the ICD 10, DSM I I I - R  and NINCDS and ADRDA diagnostic c r i t e r i a  
to establish which subtype of dementia they f e l l  in to .
The study comprised of three stages. F i r s t ly  c l in ic ia n s  were 
instructed to categorise patients according to whether or not they 
had the dementia syndrome, cognitive impairment (not resu lting  
from an underlying dementing condition), or other using each of 
the DSM-III-R and ICD 10 c r i t e r i a  separately. Secondly, i f  a 
dementia syndrome was diagnosed they were to select the sp e c if ic  
dementing disease (such as AD or M u lt i - in fa c t  dementia e tc . )  using 
the ICD 10, DSM-III-R and NINCDS-ADRDA. T h ird ly , Baldereschi and 
his colleagues measured the level of agreement between c l in ic ia n s  
using the four measures.
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They found that ( i )  the DSM-III-R and ICD 10 diagnoses of
dementia syndrome reached a comparable level to each other in 
terms of in te r ra te r  r e l i a b i l i t y ,  with high values of percentage 
agreements and substantial degrees of kappa values; ( i i )  the 
diagnosis of cognitive impairment not resu lting  from a dementing 
condition ( fo r  example, depression) using these measures was
problematic because diagnostic guidelines were too vague; ( i i i )  i t  
was possible for c l in ic ia n s  to agree on a diagnosis of AD using 
the NINCDS-ADRDA c r i t e r i a ,  and ( iv )  the diagnosis of vascular 
dementia apparently was not a major d i f f i c u l t y .  The issue of
d i f fe r e n t ia l  diagnosis of dementia from depression has been of
great in te res t  to researchers as cognitive d e f ic i ts  seen in 
patients with major depression are synonymous with DAT ( fo r  
example, Lamberty and Bieliauskas, 1993). This i l lu s t r a te s  the  
l im ita t io n s  in re liance on c l in ic a l  signs defined by the current 
systems.
In spite  of some discrepancies in the systems of c la s s if ic a t io n  
( fo r  example: the ICD 10 c r i t e r i a  include the rating  of the
duration of the disturbances -  at leas t 6 months, most of the
subjects who met the DSM I I I - R  c r i t e r i a  for dementia (k=0.67) also 
met the ICD 10 d e f in it io n  (k=0 .69). They found that most of the
diagnostic disagreements were due to the d i f f i c u l t y  in
d i f fe re n t ia t in g  between (a) mild dementia and cognitive impairment 
(k=0.10), and (b) between mild and moderate dementia (k=0.42 DSM- 
I I I - R ;  and k=0.3B ICD 10). Their research suggests tha t the 
staging of mild dementia set out in the systems of c la s s i f ic a t io n ,  
and recognition of cognitive impairment not resu lt ing  from 
dementia, are the most problematic issues.
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In terms of methodology i t  is  possible that the results e ith er  
over- or underestimate accuracy of diagnosis. That is ,  the
information regarding h istory and symptoms etc. that subjects 
gained from the diagnostic write-ups might be quite d i f fe re n t  from 
th e ir  usual consultation interview . Subjects would not for  
example have been able to hold discussions with re la t iv e s  
regarding the nature of the onset of d i f f i c u l t i e s  which should
play an important part in diagnosis. In contrast prestructuring
of the case notes may have provided some form of prompting fo r the 
subjects and therefore give them additional information to that  
which they would have gained from th e ir  consultation. This may be 
overcome by con tro lling  for indiv idual s ty les and observing the 
process by which individual c l in ic ia n s  make th e ir  decisions.
These studies do ind icate that current descriptions are 
inadequate. This is  perhaps to be expected as re l ia b ly  predicting  
progression, or d i f fe re n t ia t in g  progressive dementia from 
cognitive impairment, is  d i f f i c u l t  i f  the disorders themselves are 
unre liab le , in that i f  they p o te n t ia l ly  present and progress 
d i f fe r e n t ly  in d i f fe re n t  people.
Recent developments in the understanding of underlying mechanisms 
of some of the dementias also has implications fo r r e l i a b i l i t y  and 
v a l id i ty  of the guidelines currently  used. A major strand in the 
research aimed at developing more spec if ic  guidelines is  the work 
exploring the diagnosis of Lewy Body Disease. Dementia resu lting  
from Lewy Body Disease, often referred  to in the l i t e r a t u r e  as 
Senile Dementia of the Lewy Body Type or SDLT, is  characterised by 
f luc tua ting  cognitive impairment, visual and or auditory  
hallucination  or extrapyramidal features or repeated unexplained
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f a l l s ,  c l in ic a l  features persisting over weeks or months, 
exclusion of underlying physical i l ln e s s  and exclusion of past 
history of confirmed stroke (McKeith et a l . ,  1994).
No c la s s if ic a t io n  c r i t e r i a  currently  ex is t  for dementia resulting  
from Lewy Body Disease but a number of w rite rs  have put forward 
diagnostic guidelines. Mckeith et al (1994) carried out a meta­
analysis of the c l in ic a l  diagnosis of SDLT and proposed that while  
SDLT had been proposed as the second commonest neuropathogical 
cause of dementia in the e ld e r ly ,  many SDLT patients met c r i t e r i a
for MID or fo r DAT when the authors f e l t  they f e l l  in to  the
category of SDLT using the McKeith c r i t e r i a .  They applied a range 
of c l in ic a l  diagnostic c r i t e r i a  ( fo r  example, f lu c tu a tin g  
cognitive impairment a ffec tin g  both memory and higher co rt ic a l  
functioning, McKeith et a l .  1994) fo r dementia to case notes of
autopsy-confirmed SDLT, DAT and MID who had received
psychogeriatric assessment (Hachinski scale, NINCDS-ADRDA, DSM- 
I I I - R ) .  The p red ic tive  v a l id i t y  of the c l in ic a l  c r i te r a  was 
calculated against the external c r i te r io n  of neuropathalogical 
diagnosis. They suggest that up to 85% of SDLT cases could be 
correc tly  id e n t if ie d  using recently published spec if ic  c r i t e r i a  
but concluded that while SDLT usually has a "discernible" c l in ic a l  
syndrome, existing c l in ic a l  c la s s if ic a t io n  may need revision to  
correc tly  diagnose such patients .
There are a number of l im ita t io n s  with th is  study (such as 
retrospective case notes p o te n t ia l ly  being lim ited  by the q u a lity  
and completeness of the data; and no neuropsychological measures 
applied) and i t  is  not c lear whether appropriate measures would 
support c l in ic a l ly  useful differences between groups. Im p lic i t  in 
the re liance on neuropathological c r i t e r i a  is  the assumption that
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these are always accurate. I t  is  possible that patterns of damage 
to the brain do not necessarily always re la te  to the same c l in ic a l  
patterns.
Research carried out by Sherg ill  et a l . ,  (1994) provides empirical 
support fo r the prevalence of the misdiagnosis of SDLT as MID or 
DAT, but th e ir  study also provides evidence of more worrying 
discrepancies in measures used in the McKeith study. Sherg ill  and 
colleagues examined the prevalence of SDLT in patients referred  to 
a d is t r ic t  general hospital with a c l in ic a l  diagnosis of dementia. 
Like the McKeith study, the case notes of consecutive series of 
patients were analysed using a checklist incorporating the 
c r i t e r i a  proposed by McKeith and another framework proposed by 
Byrne et a l . , (1989). A s ig n if ic a n t  proportion of patients  with 
dementia referred to the service f u l f i l l e d  the c r i t e r i a  fo r  SDLT. 
However the researchers concluded that both sets of c r i t e r i a  
contain several non-discriminating items, and -  more worryingly- 
that they do not id e n t ify  the same patients as having SDLT. This 
research is of value in ra is ing the p r o f i le  of SDLT, h igh ligh ting  
the need for caution in the d i f fe r e n t ia l  diagnosis of AD and the 
need for more rigorous guidelines fo r c l in ic ia n s .  The studies 
also raise questions regarding the impact th is  l ik e ly  misdiagnosis 
has had on the research examining the process of AD to date.
5. Theoretical Issues Underlying D i f f i c u l t i e s  in the 
C lass if ica tion  of the Dementias.
There are a number of issues evident in the l i t e r a tu r e  on 
c la s s if ic a t io n  of dementia that h igh ligh t the d i f f i c u l t i e s  
surrounding the development of a comprehensive system of
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c la s s i f ic a t io n .  These include the major theoretica l understanding 
of the mechanisms underlying the diverse dementias; and, the lack  
of understanding regarding the overlap between mild dementia and 
normal ageing. These w i l l  now be addressed in more d e ta i l .
The focus of research on c la s s if ic a t io n  of the dementias to date 
has been with the aim of assisting antemortem diagnosis of 
dementia, v ia improving c la s s i f ic a t io n ,  rather than the 
development of theories on the causes of dementia, i t ' s  
progression and possible in terventions. Currently the ICD 10 and 
DSM-III-R c la s s if ic a t io n s  re ly  predominantly on neuropathological 
c r i t e r i a  (tha t  is  the nature and lo ca lis a tio n  of brain damage) to  
c lass ify  the syndrome of dementia. The systems of c la s s i f ic a t io n  
are therefore c l in ic a l ly  rather than th e o re t ic a l ly  led being 
descriptive of c l in ic a l  features or symptomatology rather than 
based on aetio logy. The systems do not c lass ify  according to  
aetiology other than ru ling  out a functional cause such as 
depression. Although not made e x p l ic i t  in the l i t e r a t u r e  
reviewed, one possible reason fo r th is  is  because knowledge 
regarding the causes of the progressive dementias is  sketchy.
While there is  currently  no theore tica l explanation to account for  
the diverse subtypes of dementia, h is to r ic a l ly  the c l in ic a l  
presentation of the dementias has been explained in terms of the 
lo c a l is a t io n is t  model. This model, proposed by Wernicke in the 
19th century (Williams, 1979), simply purports that spec if ic  zones 
in the brain control p a r t ic u la r  functions. Damage to a p a r t ic u la r  
area of the brain w i l l  resu lt  in various psychological and 
neurological phenomena associated with the functioning of that  
area of the brain. As early  as 1974 Albert et al described the
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dementia progressive supranuclear palsy (PSP) as being re lated to  
subcortical structures. Although the concept of subcortical
dementia has been the subject of controversy ( fo r  example, Burns 
et a l . ,  1990), the research indicates that the c l in ic a l  syndrome 
is  common and is encountered in patients with a var ie ty  of 
subcortical lesions (Tolosa et a l . ,  1992). The lo c a l is a t io n is t  
model is s t i l l  predominant in the l i t e r a tu r e  today and in terms of 
the c la s s if ic a t io n  of the dementias i t s  influence can be seen in 
the co rt ic a l/su b co rtica l  dichotomy used in the ICD 10.
Cortical dementias ( fo r  example AD and Pick's disease) are 
characterised c l in ic a l ly  by disturbed memory, language, praxis, 
and visuospatial a b i l i t i e s .  Attention and fro n ta l executive 
functions are re la t iv e ly  well preserved. The slowing of cognitive  
processes, change in personality and mood disturbances which 
characterise subcortical dementias are not seen in the early  
stages of the co rt ic a l  dementias. There is  some evidence that  
psychotic symptoms may be experienced at some stage during the 
course of a cort ica l dementia ( fo r  example, Cullum et al 1988) but 
th is  area has been neglected by researchers to date. In
subcortical dementias the major processes involve subcortical 
structures and patients exh ib it  severe physical signs, such as
movement disorders, in addition to neuropsychological signs such 
as fogetfulness, impairments in ca lcu lation  and abstrating
a b i l i t i e s ,  and personality changes (Rebok and Folste in , 1993). 
Their cognitive a b i l i t i e s  can be underestimated because of th e ir  
physical slowness in responding to certa in  tests  (Holden, 1995). 
In addition there are usually features of extrapyramidal 
syndromes, speech disorders and neurological features.
Not a l l  dementias however f i t  neatly into  the co rt ic a l/s u b c o rt ic a l
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categories and i t  seems s im p lis t ic  to diagnose people in such 
discrete categories according to predominant lo ca lis a tio n  of 
damage. The helpfulness of th is  approach can be challenged as the 
s ite  of damage does not invariab ly  correspond to the nature of the 
impairment and there is  much individual va r ia t ion  in presentation  
of d e f ic i ts  (Cummings et a l .  (1992)) .
Further compounding c la s s if ic a t io n  using the co rt ic a l  versus 
subcortical dichotomy is the co n fl ic t in g  preferences in 
terminology being adopted by w rite rs  and researchers. For 
example, some w rite rs  prefer more spec if ic  categories based on 
loca lis a tio n  ( fo r  example, Wallin et al (1994) and suggest 
frontotemporal, temporoparietal, subcortical and other or mixed; 
and Neary (1994) prefers the use of c o r t ic a l ,  subcoritca l,  
cortico -subcortica l,  and m ultifocal dementia categories). This 
complicates the development of a system of c la s s if ic a t io n  as i t  
p o te n t ia l ly  hinders the transmission of information w ith in  and 
between d isc ip lines  and has perhaps influenced the choice of 
subjects fo r research purposes.
Notwithstanding the discrepancy in the l i t e r a tu r e  in terms of the 
exact nature of the c o rt ic a l/su b co rtica l  s p l i t  and prefered  
terminology, the concept of subcortical dementia has remained 
important since i t  has promoted a more descrip tive  approach to the 
c la s s if ic a t io n  of the dementias and stimulated the study of 
individual cases to h igh ligh t s im i la r i t ie s  and differences between 
the dementias and the role subcortical structures play.
In p a ra l le l  to the developing discourse regarding the usefulness 
of lo ca lisa tio n  of the dementias, is  the increasing app lication  of
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cognitive neuropsychological models in an attempt to explore the 
impairment of functioning in the dementias. The cognitive  
neuropsychological approach, developed by cognitive psychologists 
( fo r  example, Coltheart, 1987) represents a process oriented  
approach with less emphasis on lo c a lis a t io n . Classical 
neuropsychology has h is to r ic a l ly  been concerned with the 
re la tionsh ip  between in te l le c tu a l  a b i l i t i e s  and brain structures,  
and cognitive funtioning has been viewed in a s ta t ic  way, but 
current developments in cognitive neuropsychology re f le c t  a more 
dynamic, process oriented approach (Huppert, 1991). The cognitive  
neuropsychological approach aims to c la r i f y  the mechanisms of 
cognitive functioning using evidence from neuropathology. 
Researchers using th is  model attempt to explain patterns of 
impaired cognitive performance based on models of functioning, and 
develop theories of normal functioning based on th is .  E l l is  and 
Young (1995) argue that syndrome based categories such as ICD 10 
and DSM-III-R are too "coarse-grained" and often form groupings on 
the basis of symptoms that co-occur fo r anatomical rather than 
functional reasons. This more dynamic, process oriented approach 
is  re f lec ted  in the research. For example, Bayles (1982) compared 
language comprehension in normal subjects and people with DAT. He 
found that level of understanding could be conceptualised on three  
levels  of increasing complexity: the processing of sounds,
understanding grammar, and understanding meaning. The more 
complex processes were the f i r s t  to be impaired w h ils t  the 
simplest remain in ta c t  u n t i l  the dementia is  advanced. In 
addition , whereas memory in dementia would be analysed p r im arily  
in terms of i t s  components or subdivisions ( fo r  example, long-term  
or short-term) using the cognitive neuropsychological approach, 
now the re lationship  between what is  remembered in d i f fe re n t  
contexts would be of importance. I t  does seem that th is
35
f l e x i b i l i t y  w i l l  enable the study of more subtle s im i la r i t ie s  and 
differences between normal subjects and those with cognitive  
impairments, and allow procedures to be developed for use in the 
diagnosis of dementia. The cognitive neuropsychological approach 
has assisted the development of measures such as the National 
Adult Reading Test (Nelson, 1992), and interventions aimed at 
ameliorating memory d e f ic i ts ,  th is  process has been la rge ly  
research-based and there is  l i t t l e  evidence of an overlap with 
c l in ic a l  and diagnostic assessment and c la s s if ic a t io n  at present.
6. Mild Dementia.
Further complicating the development of a comprehensive theory of 
dementia and a system of defining and measuring the subtypes of 
dementia, is  the issue of mild dementia and normal ageing. 
Currently the issue is of p a r t ic u la r  research in te re s t  (e .g .  
Huppert, 1991; Neary, 1994; and Reichies et a l . ,  1996) The single  
common feature in mild dementia is mild cognitive impairment and 
the issues around the diagnosis of an early  dementia are many. 
They include the lack of spec if ic  c r i t e r i a  for categorisation in 
the systems of c la s s if ic a t io n  (as shown e a r l ie r  by the Baldereschi 
et a l . ,  study) and l im ita t io n s  of the current methods used to 
id e n t ify  early  dementia. In addition and arguably most
s ig n if ic a n t ly ,  the lack of a framework fo r understanding cognitive  
changes that may take place in "normal" ageing.
The l i t e r a tu r e  reviewed on th is  subject suggests controversy 
exists as to c la s s if ic a t io n  and course of cognitive d e te r io ra tion  
in normal ageing. Peterson et a l . ,  (1992) explorated the e ffe c ts  
of the dementing process on rates of learning, recognition and 
fo rg e tt in g , on the performance of d i f fe re n t  age cohorts of normal
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e ld er ly  people on the Rey Auditory Veral Learning task. They 
concluded that learning declines with increasing age.
Mitrushina (1994) examined patterns of d e f ic i t  in normal ageing 
and DAT and looked at memory d e f ic i ts  in normal ageing and DAT 
based on memory components. Three groups of pa tien ts , ( i )  
"normal" e ld er ly  (a c tu a lly  in te l le c tu a l ly  superior therefore  
l im ited  g e n e ra l is a b i l i ty ) ;  ( i i )  a group with severe cognitive  
impairments (MMSE- Mini Mental State Examination -  with scores 
more than or equal to 24 (cut o f f  fo r cognitive impairment =24); 
( i i i )  a group with mild impairments (scores of less than 24 on 
MMSE and DAT c r i t e r i a  according to NINCDS and ADRDA for DAT). 
They found that d i f fe r e n t ia l  patterns of d e f ic i ts  existed in 
d if fe re n t  memory components as a function of severity  of dementia. 
In contrast, patients with AD studied by B igler et al (1989) were 
found to have a f l a t  learning curve with predominance of recency 
e f fe c t .  This demonstrates that to date s ig n if ic a n t  decline in 
cognitive functioning with increasing age has not been validated  
in the l i t e r a tu r e  and the concept of diminishing in te ll ig e n c e  with  
increasing age should be investigated more closely. The research 
reviewed in th is  f ie ld  lacks c la r i t y  and there is  a c lear need for  
normative data for a l l  aspects of cognitive functioning and 
neurological functioning, fo r a l l  ages, especia lly  the over 70 's .
Although the term is in common usage in the c l in ic a l  l i t e r a t u r e ,  
there are d i f f i c u l t i e s  surrounding the concept of mild dementia.
There does not appear to be a c lear c u t -o f f  point between normal
ageing and mild dementia. To define th is  would require b e tte r
understanding of normal ageing.
In re la t io n  to the methods used to id e n t i fy  mild dementia, the use 
of psychometric tests  of cognitive functioning has been shown to
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make the diagnosis of mild dementia more secure ( fo r  example, 
Tierney et a l . ,  1996). However, the use of neuropsycholoigcal 
tests  to assist with diagnosis is  made more d i f f i c u l t  as there is  
no agreed systematic guideline fo r c l in ic ia n s  in the choice of 
cognitive functions to be measured or tests  used to assess 
cognitive functioning. In addition , contradictions ex is t in the 
percieved ro le  of the neuropsychologist in the assessment of 
dementia.
Whilst most researchers support the need fo r neuropsychological 
assessment to be an in tegra l part of assessment of dementia, there  
is  evidence of a discrepancy between authors as to the most 
appropriate application of th e ir  s k i l ls .  Wallin et a l (1994) 
ind icate that neuropsychological assessment is  best applied to  
establish the severity  of a dementia rather than as a diagnostic  
to o l.  Huppert (1991) in contrast suggests that neuropsychological 
testing  is  more appropriate fo r establishing whether s u f f ic ie n t  
cognitive decline has occured to warrant diagnosis.
This may re f le c t  in te r -d is c ip l in a ry  differences between w rite rs  
such as neurology, neuropsychology and psychiatry having to focus 
on predominantly physical or psychological elements due to  
t ra in in g .  This in turn may be re lated  to more fundemential 
theore tica l questions regarding how dementia should be defined. 
From research by Rebok and Folstein (1993) c ited e a r l ie r ,  and from 
c l in ic a l  experience i t  c e r ta in ly  seems that i t  is  appropriate to  
use standardised tests  to compliment and improve on diagnosis 
based on c l in ic a l  interview alone. I t  is  l ik e ly  tha t as the 
cognitive neuropsychological model develops i t  w i l l  f a c i l i t a t e  a 
move towards increasing consensus in terms of appropriate
neuropsychological measures.
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7. Conclusion.
This paper has shown that the c la s s if ic a t io n  of the dementias is  a 
complex and controversial f ie ld .  Currently c la s s if ic a t io n  is  
categorical and is  based on c l in ic a l  signs. There is  no underlying 
theory in terms of which of the diverse subtypes of dementia can 
be defined and explained.
C l in ic a l ly  there is  a broad consensus on what constitutes the 
c l in ic a l  syndrome of dementia but d i f f i c u l t y  in the cicumscribed 
c la s s if ic a t io n  of subtypes of dementia.
Diagnostic guidelines to supplement the major systems of 
c la s s if ic a t io n  are evolving which appear c l in ic a l ly  useful and the 
use of standardised neuropsychological tests  are l ik e ly  to prove 
essential in developing insight in to  the presentation and 
progression of dementias.
The development of the process oriented cognitive
neuropsychological model, is l ik e ly  to provide more insight into  
cognitive mechanisms underlying the dementias and indiv idual  
differences in the presentation, and assist in the d i f fe r e n t ia t io n  
of the subtypes of dementia.
There is a need for c l in ic ia n s  and researchers to be aware of the 
wider context of dementia, and c la s s i f ic a t io n  systems developed 
from psychological theories such as cognitive neuropsychological 
approaches may allow for more accurate predications in terms of 
the process of the dementia and impact on individual functioning.  
Constructs that are accessible to a l l  d isc ip lines  involved in the 
assessment or diagnosis of dementia are needed.
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THE SELF-MANAGEMENT OF DIABETES MELLITUS
The following review aims to examine the self-management of 
diabetes. Before defining self-management, describing how i t  is  
conceptualised and outlin ing  the current understanding of 
predictors of e f fe c t iv e  self-management, the disease and i t s  
treatment w i l l  be explained. Potential contributions of c l in ic a l  
psychology to the improvement of self-management w i l l  be 
highlighted throughout.
1. Diabetes M ell itus  -  the Disease and i t s  Treatment.
Diabetes M ell itus  is  a s ig n if ic a n t  health problem for the nation, 
accounting for 5% of the NHS budget (B r it is h  Psychological Society 
Briefing  Paper No. 4, 1994). Health services are required to
t r e a t ,  monitor and support the 2% of the population who have 
Diabetes M e ll itus  and those who have health problems associated 
with i t .
Diabetes is  divided into  two major categories: insu lin  dependent
diabtes m ellitus  (IDDM) or Type I diabetes, and non-insulin -
dependent-diabetes m ellitus  (NIDDM) or Type I I  diabetes. Both are 
characterised by abnormalities in glucose metabolism caused by 
defic iencies in insulin  production or u t i l is a t io n ,  or both, which 
lead to chronically  high blood glucose (BG) leve ls  or
hyperglycaemia. Hypoglycaemia is  the term used to describe low BG 
levels  and i t  is  a s ig n if ic a n t  problem for patients using insu lin  
p a r t ic u la r ly  when the balance between in s u lin ,  food intake and
physical a c t iv i ty  is uneven. The regulation of the blood glucose
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level is  carried out p r in c ip a lly  by the hormone insu lin  (Goodall 
and Halford, 1991).
There are s ig n if ic a n t  differences in aetio logy, pathology and 
treatment of NIDDM and IDDM. IDDM is probably caused by a
combination of genetic and autoimmunological processes that
destroy the pancreatic beta c e l ls  that produce in su lin , a hormone 
essential for glucose u t i l is a t io n  and storage. The resulting  
insu lin  deficiency leads to a reduction in protein synthesis and 
the accumulation of glucose in the bloodstream, known as
hyperglycaemia. Compensatory fa t  metabolism produces ketones which 
can lead to "ketoacidosis" where the shortage of insu lin  does not 
allow protein synthesis and increases the r is k  of coma. IDDM can 
occur at any age but is  usually diagnosed during childhood and 
adolescence. I t  is  the most common childhood metabolic disease. 
There is  evidence of a genetic predisposition fo r IDDM, although 
less than 50% of identica l twins are concordant fo r the disease
(S h i l l i to e  and Miles 1991).
NIDDM has a stronger hereditary component (concordant rate  for  
iden tica l twins reaches nearly 100%) and is caused by a
combination of beta ce l l  dysfunction and a deficiency in insu lin  
secretion (Dunn et a l . ,  1990). Approximately 80% of people with 
NIDDM are obese, which is a major contributor to insu lin  
resistance. For th is  reason weight reduction alone can often  
normalise BG metabolism (Wing et a l .  1985).
S ta t is t ic s  set out in a tex t  by S h i l l i to e  and Miles (1991) suggest 
that the onset of NIDDM usually occurs a f te r  age 40 with 70% over 
the age of 55 years, and is often asymptomatic. Episodes of
ketoacidosis are rare but degenerative changes associated with  
diabetes may proceed insid iously .
Both IDDM and NIDDM are associated with long-term degenerative 
complications such as heart disease, peripheral vascular disease.
47
neuropathy, and retinopathy. Long-term glycaemic control is  a 
major factor contributing to long-term complications and from a 
medical perspective, management and treatment goals for both IDDM 
and NIDDM are to maintain BG levels  w ithin the normal range (70 to 
180mg/dl) and prevent long-term complications.
The major differences in treatment regimens between NIDDM and IDDM 
is  that insu lin  in jections are necessary for the person with IDDM 
to survive. Some people may need only one or two d a ily  
in jec tions , whereas others follow  more intensive insu lin  regimens 
with up to 4 in jec tions . Frequent self-m onitoring of BG is  
essential with intensive insu lin  regimens, requiring 3 to 5 da ily  
tes ts .
With NIDDM i n i t i a l  treatment often focuses on d ie t  and exercise to 
reduce weight. In addition , oral medication or insu lin  in jections  
may be necessary at la te r  stages to control BG. Self-monitoring  
of BG is also recommended, especially  for NIDDM patients on BG 
lowering medications.
As indicated e a r l ie r ,  i t  is  the normalisation of metabolism that  
the medical model views as the major issue in the management of 
diabetes. The way in which normalisation of blood glucose is 
achieved has been restated by S h i l l i to e  and Miles (1991) who 
believe that diabetes is  "prim arily  a problem of behavioural s e l f ­
management necessitating the se lf -re g u la t io n  of blood glucose by 
deliberate  actions in the absence of the body's natural control 
mechanisms". This quote re f le c ts  the changing conceptualisation  
of diabetes control due to an expansion in knowledge regarding 
diabetes and i t s  management over the la s t  10 years (Cox and 
Gonder-Frederick, (1992). The following section examines the 
current concept of self-management.
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2. Components of Self-Management.
Self-management is  a broad term that describes a number of 
behaviours necessary fo r the regulation of blood glucose levels  
and metabolic control.
There is  concensus in the l i t e r a tu r e  reviewed that the person with 
diabetes is  required to carry out a number of behaviours to 
optimise blood glucose levels  and minimise the r is k  of short-term  
and long-term complications such as hypoglycaemia and retinopathy  
( fo r  example, S h i l l i to e ,  1988 and Johnson et a l . ,  1990).
The four major self-management behaviours are: ( i )  administering
insu lin  in jections or tab le ts  in the correct dose at the required 
time; ( i i )  con tro lling  ones d ie t  and the eating of spec if ic  
amounts of foods at spec if ic  times; ( i i i )  engaging in regular 
exercise to improve and maintain physical health; and, ( i v )  
accurate self-m onitoring of blood glucose.
To maintain blood glucose levels  at near normal levels  i t  is  
necessary for people with diabetes to regulate a l l  of these 
behaviours. Although the in te n s ity  of the treatment regimen, that  
is frequency of in je c t io n / ta b le ts  and amount of in su lin , w i l l  be 
set by the medical team under whose care the patien t is ,  the 
person with diabetes w i l l  be responsible for maintaining blood 
glucose levels  by balancing a l l  the d i f fe re n t  elements of d ie t ,  
exercise, timing of insu lin  in jections and monitoring of blood 
glucose (Bradley, 1994). The person with diabetes w i l l  also be 
required to manipulate various elements of th e ir  regimen depending 
on blood glucose leve ls , changes in exercise rates and so on, to  
maintain or re -estab lish  blood glucose levels  (Freund et a l . .
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1991). I t  is  widely acknowledged em pirica lly  that there is  a 
large var ia t io n  in the degree to which ind iv iduals are able to 
e f fe c t iv e ly  orchestrate the management of th e ir  diabetes ( fo r  
example, Kovacs et a l . ,  1992).
3. Conceptualisation of Self-Management.
In the relevant l i t e r a tu r e  the terms "adherence", "compliance" and 
"self-management" have been used to describe the extent to which 
people with diabetes engage in the d i f fe re n t  components needed to 
normalise blood glucose. These d i f fe re n t  terms re f le c t  the 
d if fe re n t  underlying conceptualisations of what is  involved in 
engaging in appropriate behaviours. More medically oriented  
w rite rs  ( fo r  example, Kovacs et a l ,  1992, and Francis et a l . ,
1990) prefer to use the terms complicance, noncomplicance and 
adherence. For example. Waller and A lts h u le r . ,  (1986) defines  
compliance as "the extent to which a persons behaviour coincides 
with medical or health advice". Both compliance and adherence
imply that i f  an individual consistently carr ies  out the 
recommended behaviours and adheres to advice regarding regimen, 
then th is  wi l l  be s u f f ic ie n t  to s ta b i l is e  blood glucose leve ls .  
Underpinning the preference fo r the terms compliance and adherence 
is  the b e l ie f  that indiv idual styles are var iab le , so i t  is  easy 
to t re a t  compliance as i f  i t  was fixed and t r a i t - l i k e .  
Accordingly non-compliance would be seen as resu lting  from w i l l f u l  
poor management or lack of adequate information from health  
professionals regarding regimen.
I t  is unarguable that e f fe c t iv e  self-management is necessary to 
optimise blood glucose leve ls , but there is  some suggestion in the
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l i t e r a tu r e  that occasionally carrying out the self-management 
behaviours is  not always s u f f ic ie n t  to s ta b i l is e  blood glucose
leve ls , and that physiological factors such as hormonal changes
play some ro le  (Brownlee-Duffeck et a l . ,  1987, and Bond et a l . ,
1991). The implication that physiological factors can p o te n t ia l ly  
influence blood glucose levels  raises a fundamental question 
regarding the re la tionsh ip  between self-management and glycaemic 
control and the extent to which one can distinguish c le a r ly
between the extent of the impact of self-management and metabolic 
contro l. This question is  not addressed d ire c t ly  in the
l i t e r a tu r e  reviewed, possibly because small hormonal changes are 
d i f f i c u l t  to quantify and measure, but i t  is  implied by the 
research that i t  is  possible to distinguish between s e l f ­
management and glycaemic control as hormonal changes play only a 
minor ro le . There is  also evidence that supports the strength of 
the association between e f fe c t iv e  self-management and bette r  
glycaemic control and that self-management is  a major determinant 
of blood glucose control. This is  demonstrated by the work of 
Brownlee-Duffeck et a l .  (1987) who studied the corre la t ion  between 
metabolic control measured by glycoslated haemoglobin (thought to 
re f le c t  mean blood glucose concentration fo r the 3 to 4 months 
prio r  to measurement, with higher levels  meaning poorly controlled  
diabetes) and self-management behaviours. Self-management was
measured using the Diabetes Regimen Adherence Questionnaire 
(DRAG), a 15 item s e l f - ra t in g  scale developed fo r the study 
resu lting  in one composite score. 143 subjects with IDDM were 
assessed. They were aged between 18 and 89 with a mean age of 37. 
All had had IDDM fo r  at least one year. Knowledge regarding
diabetes was assessed to permit comparison between subjects. To 
assess the re la t io n  between the DRAG and metabolic con tro l,  
Pearson product-moment corre lations were computed between
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glycoslated haemoglobin values and adherence composite scores. 
They found s t a t is t i c a l ly  s ig n if ic a n t  pos itive  corre lations between 
blood glucose and self-management. That is ,  higher composite 
scores on the self-management measure were associated with more 
normal blood glucose values. Because of the global score used in 
the DRAQ, results  from th is  study do not provide any ind ication  of 
which self-management behaviours are re lated  to blood glucose, but 
i t  does provide some evidence of an association between blood 
glucose and self-management. The e f fe c t  of self-management on 
glycaemic control is  therefore va lid  as an empirical question.
As the management of diabetes has been reconceptualised a 
preference has emerged in the l i t e r a tu r e  for the term s e l f -  
managment (Goodall and Halford, 1991). This term is useful in that  
i t  implies that the person with diabetes is  required to execute a 
number of s k i l le d  behaviours to manage th e ir  own i l ln e s s .  
Im p lic it  in th is  term is the need to assess determinants of these 
s k i l le d  behaviours and th is  has stimulated research into  why some 
people are more successful than others in managing th e ir  diabetes.
There has been a s h i f t  from viewing control of diabetes as 
depending on a unidimensional t r a i t  fo r  which the person with 
diabetes has lim ited  contro l, to a more complex in te rac tion  of 
procedures which the individual must control. This can be
understood at least in part by the wider context of changing
views in medicine regarding the s h if t in g  of resp o n s ib il ity  more to  
the patient and encouraging involvement in planning treatment ( fo r  
example, G il les p ie  and Bradley, 1988).
As a resu lt of th is  s h if t in g  emphasis the importance of adding a
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psychological component to the self-management of diabetes to 
assist in the exploration of processes underlying individual 
differences in self-management behaviours, is  c lear.
Prior to reviewing the current status of knowledge regarding some 
possible predictors of self-management, the ways in which 
researchers measure self-management w i l l  be outlined.
4. Measurement of Self-Management.
The primary aim of self-management of diabetes is  the maintenance 
of blood glucose levels  at as near to normal levels  as possible. 
This has influenced measurement of self-management, and
h is to r ic a l ly  blood glucose levels  have been used as a measure of 
adequacy of self-management behaviours. Glycoslated haemoglobin 
is  used by researchers as a broad measure of mean blood glucose 
concentration during the 3 to 4 months preceding measurement, with 
higher values ind icating  higher average blood glucose and 
therefore more poorly controlled diabetes (Brownlee-Duffeck et 
a l . ,  1987).
While i t  is  s t i l l  essential fo r people with diabetes to monitor 
blood glucose, re liance on blood glucose as a sole measure of 
adequacy of self-management is  increasingly being seen as 
inappropriate (Bradley, 1994, and Goodall and Halford, 1991).
I t  is  increasingly being recognised tha t i t  is  necessary to 
measure self-management behaviours d ire c t ly  rather than re ly ing on 
blood glucose alone. This can be understood in l ig h t  of the 
t ra n s it io n  from conceptualising control of diabetes as a
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uni dimensional construct whereby adherence to advice is  s u f f ic ie n t  
to maintain blood glucose at near normal leve ls , to understanding 
control as a complex in te rac tion  of a number of self-management 
behaviours and physiological factors . Furthermore, researchers 
are beginning to acknowledge that the self-management behaviours 
should not be grouped together as a global index of compliance, as 
e f fe c t iv e  management of one aspect is  often unrelated to another. 
They should therefore be studied separately and dealt with 
in d iv id u a lly  (Johnson et a l . ,  1990).
This s h i f t  in perspective has stimulated f iner-g ra ined  research 
in to  aspects of regimen l ik e ly  to have an impact on glycaemic 
control. Increasingly blood glucose measures are used in 
conjunction with s e lf - re p o rt  measures developed by psychologists 
such as the Diabetes Regimen Adherence Questionnaire 
(Brownlee-Duffeck et a l . ,  1987). This is a 15 item scale 
measuring a l l  aspects of self-management behaviours from which a 
composite score is  derived which represents effectiveness of 
management. Overall scores range between 15 and 75 with higher 
scores indicating more successful self-management.
More recent measures of self-management have been developed ( fo r  
example, Freund et a l . ,  1991, Johnson et a l . ,  1990) which are 
s e lf - re p o rt  measures of more spec if ic  aspects of self-management. 
They include 4 in jec tio n  behaviours, 5 d ie t  behaviours, 3 exercise  
behaviours and blood glucose tes t in g , shown to be re l ia b le  and 
va lid  for people with IDDM (Freund et a l .  1991). These are 
compared with an " ideal"  of self-management compiled from medical 
texts  and the American Diabetes Association.
While these measures provide a useful framework for researchers 
and p rac t it ioners  there are a number of l im ita t io n s  inherent in
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them. For example, re liance on s e lf - re p o rt  measures of s e l f ­
management is  not ideal as i t  is  possible that people over­
estimate or underestimate self-management behaviours (Johnson et
a l . ,  1986). There are p a r t ic u la r  problems with standardised 
measures in diabetes because the self-management regimen is so
complex and l i fe - lo n g .  In addition self-management of one aspect 
of regimen is often unrelated to the management of other aspects 
of management. As the understanding regarding the processes 
underlying self-management increases, improved measures should 
fo llow .
5. Predictors of Self-Management.
Despite the issues raised in the previous section re la t in g  to the 
measurement of e f fe c t iv e  self-management, there are a number of 
varib les  id e n t if ie d  in the l i t e r a tu r e  that are relevant to s e l f ­
management. These include individual patien t character is t ics  and 
demographic variab les, psychological stress and psychosocial 
impact, coping s tra teg ies , and health b e l ie fs .  The current status  
of the understanding of how these are re lated  to self-management 
and how th is  has shaped psychological in tervention , wi l l  be 
examined in th is  section.
( i )  Individual character is t ics  and demographic variab les.
(a) Age.
In contrast to e a r l ie r  speculation in the l i t e r a tu r e  ( fo r  example. 
Waller and A ltshu ler, 1986), self-management is  not associated 
with demographic variables such as gender, ethnic group, or years 
of education (Goodall and Halford, 1991). There is  one exception
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to th is ,  age, and there is  agreement in the l i t e r a t u r e  ( fo r  
example, Kovacs et a l . ,  1992, and Brownlee-Duffeck et a l . ,  1987) 
tha t age is  re lated  to d i f fe re n t  self-management s k i l ls .  Diehl et 
a l . ,  (1987) fo r example, found tha t older people (mean age 65) 
with NIDDM, managed th e ir  oral insu lin  medication more e f fe c t iv e ly  
than younger people (mean age 45) with NIDDM. The conclusions 
from th is  study are l im ited  as the e f fe c t  of age on other aspects 
of self-management and length of time since diagnosis were not 
reported and i t  may have been that older subjects who had been 
managing th e ir  regimen longer were more practised compared to the 
more newly diagnosed younger sample. I t  is  also possible, though 
not addressed in the study, that while the older sample managed 
th e ir  oral insu lin  medication more e f fe c t iv e ly  other aspects of 
ther regimen were not managed as e f fe c t iv e ly  as the younger 
sample. Furthermore, even though the study carried out by Diehl 
et a l .  suggests that older people with diabetes manage medication 
more e f fe c t iv e ly ,  other studies ind icate that certa in  aspects of 
self-management, such as d ie t ,  de te r io ra te  across time in adults  
(Glasgow et a l . 1987).
Age has been found to predict e f fe c t iv e  self-management of IDDM in 
adolescence (Johnson et a l . ,  1990), with older adolescents less 
l ik e ly  than younger adolescents to manage a l l  aspects of th e ir  
diabetes e f fe c t iv e ly .  Again, length of time since diagnosis may 
be confounding these findings as th is  was not controlled fo r and 
one would expect that there would be a period immediately 
following diagnosis when d i f f i c u l t i e s  with self-management were 
more marked. A possible explanation fo r the reported d ifference  
between younger and older adolescents may be that self-management 
is  re lated to l i f e  stage changes and one hypothesis might be that  
older adolescents may find i t  more d i f f i c u l t  to work w ithin the
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s t r ic t  boundaries required by th e ir  regimen. Reasons for th is  age 
difference have not been addressed in the l i t e r a tu r e  but would be 
in te res ting  to explore fu r th e r .
In sum, age seems to be re lated to e f fe c t iv e  self-management in 
some populations but the re la tionsh ip  is  probably complex and 
mechanisms underlying the re la tionsh ip  are poorly understood. 
Increasing understanding to allow fo r some guiding framework by 
which one could predict p a r t ic u la r  stages through which people may 
progress would be extremely useful for c l in ic ia n s .
(b) Knowledge.
I t  is  necessary for people with diabetes to be given certa in  
amounts of information regarding what they w i l l  have to do to 
manage th e ir  diabetes. What has been of research in te re s t  is  what 
additional information is  needed to optimise self-management and 
blood glucose.
In te res t  in the ro le  of knowledge regarding diabetes and i ts  
treatment, and i t s  impact on e f fe c t iv e  self-management, has 
developed from the t ra d it io n a l  thesis that improvements in 
knowledge leads to improved compliance and control. Although th is  
model is  outdated, there is  continuing in te res t  in the 
re la tionsh ip  between knowledge regarding a l l  aspects of diabetes 
as a predictor of self-management. Dunn et a l . ,  (1990) for  
example assessed the immediate impact of diabetes education on 
metabolic control. They studied 309 subjects with a mean age of 
49. Two th irds  had IDDM. The subjects attended a two day 
education programme (groups of six to eight subjects attended one 
of fo r ty  programmes held over the year) during which they were 
given information on hypoglycaemia, insu lin  types, d ie t  and
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exercise etc. Knowledge regarding diabetes was assessed p rio r to  
attendance at the programme, immediately following and at three  
month follow-up. The measure of knowledge regarding diabetes was 
a s e lf - re p o rt  measure developed by the researchers. A measure of 
blood glucose was recorded for six months preceding the programme 
and f i f te e n  months follow ing, at in te rva ls  of three months. They 
found that while knowledge scores increased folowing education i t  
did not predict be tte r  blood glucose leve ls . This could be 
explained by other influences not controlled fo r .  For example, 
some subjects’ blood glucose levels  could have been optimum at the 
beginning of the experiment. The study is also lim ited  due to i t s  
heterogeneous sample in terms of age of subjects and type of 
diabetes. Id e a l ly  fu ture  research should focus on looking at 
these additional factors . I t  may also prove in te res ting  to  
explore the processes by which people chose to use the information  
with which they are provided. I t  may be that people have 
thresholds for diabetes knowledge beyond which other factors  are 
l ik e ly  to be more important. There is  no clear evidence in the 
l i t e r a tu r e  reviewed that increasing knowledge a ffec ts  s e l f ­
management behaviour.
(c) Anxiety and Depression.
Researchers have also focused on the ro le  of emotional problems 
such as anxiety and depression in an attempt to establish  
predictors of self-management. As a p ra c t it io n e r  one would 
reasonably expect both anxiety and depression to have some 
negative impact on self-management as they both p o te n t ia l ly  have 
quite profound e ffe c ts ,  for example, poor concentration, lethargy  
and withdrawal due to depression and d is trac tio n  e ffe c ts  of 
anxiety. Research does indeed suggest some association between
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blood glucose and anxiety and depression but the evidence is  
mixed. Eaton et a l . ,  (1992) examined the influence of 
"psychopathology" on the management and control of 127 people 
with IDDM, ranging in age from 14 to 50. In p a r t ic u la r  they 
looked at severity  of anxiety and depression and blood glucose 
contro l. Anxiety was measured using the Spielberger S ta te -T ra it  
Anxiety Questionnaire (Spielberger, 1973), and a s e l f - re p o rt  
rating  scale devised by the researchers was used to measure 
depression. They found that levels  of anxiety and depression only 
have a weak pos it ive  corre la t ion  with blood glucose and concluded 
that no broad, strong associations could be drawn from the 
resu lts .
In contrast, other studies have provided evidence for anxiety  
being strongly linked to poor blood glucose control in adolescents 
with IDDM (Wiebe et a l . ,  1994). One explanation fo r th is  
discrepancy is the heterogeneity of the people being studied. 
Both subject groups had IDDM but the groups d iffe red  with respect 
of age. Another l im ita t io n  of the studies outlined above is  that  
they both focus solely  on blood glucose as a measure of s e l f ­
management and th is  is  not ideal as i t  is  not a d irec t  measure of 
self-management behaviours. The measures of anxiety and
depression used are generally generic measures (Bradley, 1994), 
not ideal in the f ie ld  of physical health as "normal" symptoms of 
diabetes such as feelings of fa tigue due to low blood glucose, may 
be misattributed to symptoms of depression and vice versa. That 
is ,  one cannot in fe r  causation from the co rre la t io n .
While there is  te n ta t iv e  empirical support fo r a l in k  between 
poorer control and anxiety and depression, the underlying  
mechanism is not c le a r ly  understood.
Some researchers have suggested p a r t ia l  explanations fo r
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underlying processes. Cox et a l .  (1987) for example, suggest that  
t r a i t  anxiety is  associated with overin terpreta tion  of non­
d iabetic  re lated symptoms as being r e f le c t iv e  of high or low blood 
glucose, and results  in poor self-management. Providing some 
empirical support fo r  th is  postulate is  work by Wiebe et a l . ,
(1994). They found that t r a i t  anxiety in people with IDDM was 
linked to inaccuracy in recognising blood glucose symptoms and 
poorer metabolic contro l. People who had higher scores on the 
Spielberger T ra i t  Anxiety Inventory m isattributed physical 
sensations to high blood glucose. Blood glucose estimation  
accuracy was associated with better blood glucose contro l. This 
is suggestive of a re la tionsh ip  between anxiety, symptom 
perception and self-management but as self-management action to  
normalise blood glucose subsequent to estimates were not measured 
the conclusions that can be drawn regarding self-management are 
l im ited . I t  is  possible that people who experienced greater  
anxiety m isattributed symptoms as low or high blood glucose leve ls  
and act on th e ir  b e l ie fs  without va lida tion  using objective  
monitoring measures of blood glucose.
This work has assisted psychological interventions fo r  improving 
self-management even though underlying mechanisms are not c le a r ly  
understood. For example impressive resu lts  with blood glucose 
awareness tra in in g  have been demonstrated in the l i t e r a t u r e  ( fo r  
example Cox et a l . ,  1992) through which people with IDDM are 
tra ined to associate ratings of physical symptoms, mood and 
environmental cues, to id e n t ify  the symptoms and cues pred ic t ive  
of high blood glucose levels  and those pred ic tive  of low blood 
glucose leve ls .
A psychodynamic formulation of the way anxiety influences s e l f -
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management is  i l lu s t r a te d  in the work of Moran et a l . ,  (1991) and 
Francis et a l . ,  (1990). Both authors explored the potentia l role  
of psychodynamic psychotherapeutic treatment of " b r i t t le "  diabetes 
in children. B r i t t l e  diabetes is a form of IDDM characterised by 
profound d i f f i c u l t i e s  in maintaining glycaemic control due to  
dangerously high levels  of ketones. Moran and his colleagues 
proposed that th is  form of diabetes was due to a combination of 
extreme transgressions from the regimen, and organic factors such 
as actual loss of sensation of prodromal signs of high blood 
glucose. They suggested that anxiety was a main ae tio lo g ica l and 
maintaining factor in predicting poor self-management in b r i t t l e  
diabetes. Such extreme transgressions from the regimen are
explained as resu lting  from unconscious adaptations to anxiety and 
g u i l t  aroused by psychic c o n f l ic t  or unresolved g r ie f  reaction  
(such as the patient being unable to come to terms with th e ir  
feelings of anger, sadness and g u i l t  regarding the diagnosis of 
diabetes). They go on to suggest that anxiety, anger and other 
forms of emotional arousal a f fe c t  metabolic equilibrium  in the 
direction  of hypoglycaemia, as stress hormones counteract the 
metabolic action of in su lin .
The studies of Moran and colleagues, and Francis and colleagues, 
focus on the psychodynamic treatment of a small number of 
children. Moran and colleagues examined the e f fe c t  of long-term  
indiv idual psychotherapy on children with b r i t t l e  diabetes, and 
Francis et a l . ,  group psychotherapy with adolescents with b r i t t l e  
diabetes. The focus of the interventions was to provide a veh ic le  
through which the therapists/researchers could e l i c i t ,  formulate  
using a psychotherapeutic framework, and make e x p l ic i t ,  
psychological co n fl ic ts  that in te rfe red  with self-management. 
Both reported pos itive  outcomes, that is  episodes of admissions to
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hospital due to high ketones f e l l  at three month follow-up and 
blood glucose s t a b i l i t y  improved.
These are in te res ting  studies, p a r t ic u la r ly  seen in context of the 
lack of empirical research in the f ie ld  of predictors and 
treatment of b r i t t l e  diabetes, and provide some support fo r  the 
usefulness of psychodynamic psychotherapeutic in terventions.  
However, no psychiatric  or psychological measures of anxiety were 
used at any stage so they do not provide empirical support fo r the 
re la tionsh ip  between anxiety, depression and self-management.
The exact nature of the re lationsh ip  between emotional well-being  
and self-management is  unclear and while there is  empirical 
support for anxiety influencing blood glucose levels  there is  no 
concensus in the l i t e r a tu r e  regarding the underlying mechanisms.
Work exploring the e ffec ts  of anxiety and depression on spec if ic
self-management behaviours is  neglected in the l i t e r a tu r e  and th is
would be an important area to develop. Research in th is  f i e ld  is
hampered by inadequate measures of anxiety and depression in 
people with chronic physical i l lnesses and th is  needs to be 
addressed.
( i i )  Psychological Stress, Psychosocial Impact and Coping 
Strategies.
There is agreement in the l i t e r a tu r e  that psychological stress is  
associated with blood-glucose levels  and can a f fe c t  control in two 
ways; v ia  d irec t  physiological processes such as stress hormones 
a lte r in g  blood-glucose mechanisms ( fo r  example, Cox and Gonder- 
Frederick, 1992); or a l te rn a t iv e ly  by exerting an e f fe c t  upon
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diabetes control through e ffec ts  on self-management behaviour
(S h i l l i t o e  and Miles, 1991). Goetsch et a l . ,  (1994) fo r example 
monitored the e ffec ts  of stress, on blood-glucose in people with 
NIDDM. They monitored 8 subjects over 8 days for d ie t  and
exercise. Exercise was measured using a pedometer, and the
measure of stress used was the Daily Stress Inventory, a state  
anxiety measure made up of 58 items l is t in g  events that commonly 
occur during the course of a day, rated fo r occurence and
stressful ness. They concluded that blood-glucose was higher on 
high stress days and at more normal levels  on low stress days. 
While th is  may confirm that stress has an impact on blood glucose, 
these findings must be in terpreted with caution as the measures of 
high stress and high blood glucose coincided with decreased levels  
of a c t iv i t y  and poorer management of d ie t .  Stress disrupted  
management but the reason for th is  could not be determined as 
causal d irection  could not be concluded from th is  study.
While stress is an enormously complicated variab le  to evaluate, 
due to mediating factors such as individual d ifferences in the 
experience of stress, c l in ic a l  in tervention aimed at stress  
management has been found to be useful for improving s e l f ­
management in those ind iv iduals  who fee l stress disrupts control 
( fo r  example, Bradley, 1994, and Boardway et a l . ,  1993). Careful 
analysis of the components of stress management courses and the 
process by which people implement recommendations may provide some 
insight into the re lationsh ip  between stress management techniques 
and e ffec ts  on self-management.
Social support may be an important determinant of e f fe c t iv e  s e l f ­
management in children (Meldman., 1987) but is  a multidimensional 
construct including emotional, social and functional dimensions.
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and i t  is  unclear which aspects of social support are crucial for  
e f fe c t iv e  self-management. Research is needed to improve 
understanding of the re la tionsh ip  between the d i f fe re n t  dimensions 
and whether social support has the same impact in adults.
Individual varia tions in coping strateg ies have long been linked  
to management of stressors resu lting  from chronic i l ln e s s  ( fo r  
example, Lazarus, 1966). This work has only recently prompted 
empirical research in the f ie ld  of diabetes self-management and 
coping sty les . This may be due to the prevalence of inconsistent 
findings in the past in terms of coping s trateg ies and emotional 
outcomes, and a lack of concensus on "adequate" coping strateg ies  
in medical i l ln e s s  (Reveson and Felton, 1989).
Recent research in the f ie ld  of renal f a i lu r e  and haemodialysis 
( fo r  example Christensen et a l .  1995), examining coping sty les  and 
adherence to haemodialsis -  which imposes a number of re s tr ic t io n s  
on f lu id  intake -  suggests that there is  a re la tionsh ip  between 
variations in coping strateg ies and self-management of f lu id  
intake leve ls , and blood chemistry deviations. In p a r t ic u la r  
Christensen and colleagues found that people undergoing
haemodialysis who used predominantly problem-focused coping 
strateg ies ( tha t is  planful problem solving and seeking 
informational support), monitored f lu id  intake more e f fe c t iv e ly  
and had more favourable outcomes measured by blood chemistry. In 
contrast, people using more emotion-focused coping s tra teg ies  
(such as seeking emotional support and w is h - f u l f i l l in g  fantasy)  
monitored f lu id  intake less frequently and had poorer outcomes. 
The Ways of Coping Scale (Lazarus and Folkman, 1984) was used to  
measure coping s tra teg ies .
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Research on coping s trateg ies is  only recently being rep licated in 
the f ie ld  of diabetes and, in contrast to the Christensen study, 
there is  some empirical evidence that patients with NIDDM using 
problem-focused coping strateg ies had higher blood glucose levels  
when compared to those patients using emotion-focused coping 
strateg ies (Goetsch et a l . ,  1994). I t  is  d i f f i c u l t  to hypothesise 
about the possible reasons for th is  contradiction as there are a 
number of variables that may play a ro le , such as age d ifferences,  
and individual differences in the degree of anxiety provoked by 
d if fe re n t  aspects of self-management, that have not been 
controlled for in the studies. The results  may be explained by 
the fac t  that a combination of both s ty les , emotion- and problem- 
focused, is  important. In addition individual coping styles may 
vary over time and over the d i f fe re n t  management behaviours.
The re la tionsh ip  between coping strateg ies and e f fe c t iv e  s e l f ­
management needs fu rther  investigation  in the f ie ld  of diabetes. 
I f  a c lear re la tionsh ip  is  found, interventions to improve s e l f ­
management could be assisted increasing peoples insight into  
coping styles and impact on behaviour. I t  may fo r  example be 
benefic ia l fo r  intervention programmes to id e n t ify  spec if ic  
stressors and then teach a combination of coping s k i l ls  to address 
these s ituations .
( i i i ) Health B e lie fs .
There has also been increasing in te re s t  among researchers 
regarding the ro le  of health b e l ie fs  of people with diabetes and 
the impact of these b e lie fs  on self-management. A model drawn
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from the f ie ld  of health psychology, the Health Be lie fs  Model, is  
being used to explain the psychological processes underlying s e l f ­
management.
The Health Be lie fs  Model (HBM) (Becker and Maiman, 1975; 
Rosenstock, 1985) has been applied to assist in the prediction of 
self-management to the d iabetic  regimen and blood-glucose contro l.  
I t  was o r ig in a l ly  developed to explain preventative health  
behaviours against a p a r t ic u la r  disease such as cancer, by 
ind iv iduals not suffering from the disease (Bond et a l . ,  1992). 
The model postulates that ind iv iduals  w i l l  comply with 
preventative regimens i f  they possess minimal levels  of relevant 
health motivation and knowledge, view themselves as p o te n t ia l ly  
vulnerable (susceptib le), view the disease as severe (s e v e r i ty ) ,  
are convinced that the preventative regimen is  e f fe c t iv e  
(b e n e f i ts ) ,  and see few d i f f i c u l t i e s  or barr ie rs  in undertaking 
the regimen (costs). In addition in terna l or external cues that  
ind iv iduals associate with taking hea lth -re la ted  actions are 
considered necessary in order to begin the actions. In a complete 
study, Brownlee-Duffeck et a l . ,  (1987) measured perceived 
severity , s u s c e p t ib i l i ty ,  benefits , b arr ie rs  and cues with a 35 
item questionnaire administered to 143 adults and adolescents with 
IDDM or NIDDM with a mean age of 37. Self-management, diabetes 
knowledge, and metabolic control were assessed and using a m u lt i ­
regression approach they demonstrated that the Health Be lie fs  
Model accounted fo r 52% of the variance in se lf -repo rted  
adherence, and for 19 to 20% of the metabolic control variance. 
Support fo r more spec if ic  Health B e lie f  Model predictions were 
mixed. Perceived benefits and severity  were associated with 
b etter  se lf-reported  self-management and metabolic contro l.  
Contrary to the Health Belie fs  Model, greater perceived
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su s c e p t ib i l i ty  to complications was associated with poor metabolic 
control. This may be explained by intervening variables such as 
coping s tra teg ies  used or perhaps greater perceived s u s c e p t ib i l i ty  
is  associated with an increased l ike lihood of overin terpreting  
physical symptoms as high blood glucose and therefore adjusting  
insu lin  inappropriate ly . I t  is  d i f f i c u l t  to establish the
d irection  of causation between the b e lie fs  of increased 
s u s c e p t ib i l i ty  and overin terpreting  physical symptoms due to the 
cross-sectional nature of th is  study.
Bradley (1994) has c r i t ic is e d  the Health Belie fs  Model for not 
being s u f f ic ie n t ly  spec if ic  fo r diabetes, and suggests that the 
theoretica l concept is  not appropriate in a new se tt in g . I t  is  
possible that while the model assumes that people react to i l ln e s s  
in terms of perceived seriousness and v u ln e ra b il i ty  they could 
equally have more concrete and s i tu a t io n -s p e c if ic  reactions. The 
model is  useful in as much that i t  has stimulated cognitive
explanations fo r health behaviour and does seem to account fo r  
some variance in self-management. An expanded model that includes 
the cognitions of health professionals involved in d ire c t  diabetes  
care (to  establish whether the b e lie fs  of the health professional 
involved shape the self-management of the p a t ie n t 's  d iabetes), and 
those of family members with whom the patient has contact may
provide additional insight and account for more variance in s e l f ­
management and blood glucose control. In addition physiological 
factors must be taken into consideration. The influence of age, 
shown to be a predictor of self-management behaviour is  also
neglected in the Health Belie fs  Model.
Although health b e lie fs  have repeatedly been related to s e l f ­
management in people with IDDM and NIDDM, the types of b e l ie fs
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predicting adherence d i f f e r  across studies. I t  is  possible that  
d i f fe re n t  health b e lie fs  influence adherence to spec if ic  regimen 
tasks.
While the Health Be lie fs  Model provides a framework for  
understanding elements influencing health re lated  behaviour, 
there are methodological l im ita t io n s  due to the focus on short 
term outcomes. Longitudinal studies are needed to explore the 
extent to which i l ln e s s  models f lu c tu a te  throughout the course of 
the disease.
CONCLUSION
Despite a great deal of research into  self-management showing that  
a number of factors play a role in contributing to variance in the 
e ffe c ts  of self-management in people with diabetes, i t  is  
extremely d i f f i c u l t  to disentangle which factors contribute to  
poor self-management. This is  in part due to the fac t  tha t s e l f ­
management has only recently been conceptualised as dependent on 
m ultip le  components, and in part due to d i f f i c u l t i e s  in the 
measurement of e f fe c t iv e  self-management.
There is agreement in the l i t e r a tu r e  regarding the importance of 
psychological determinants and some consensus of be tte r  predictors  
of self-management, such as age, certa in  health b e l ie fs  and 
emotional well-being. Mechanisms underlying the processes by 
which these impact on self-management are poorly understood. 
While the existing  psychological models to explain aspects of 
self-management are fragmented, they have provided some basis for  
interventions, both behavioural and psychodynamic, aimed at 
improving self-management.
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Future work needs to focus on disentangling the ro le  of the 
d if fe re n t  predictors by moving away from corre la tion a l studies to 
more experimental manipulations to encorporate the d i f fe re n t  
potentia l predictors. Longitudinal studies have been neglected 
but are essential fo r exploring diabetes management to address 
changes in indiv iduals across time.
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SECTION THREE: 
CLINICAL AUDIT
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UNIVERSITY OF SURREY/SWTRHA 
MSC IN CLINICAL PSYCHOLOGY 
THIRD YEAR TRAINING PLAN
TRAINEE NAME 
Anna Iwnicki 
APPRAISED BY
Robert Edelmann. but Training Plan worked out with Catherine 
Dooley on 23 November 1993.
1. SUMMARY OF CLINICAL APPRAISAL
In terms of the range of placements and the provision within 
particular placements, Anna has actually fulfilled the 
majority of areas; there are more specific gaps, most of which 
appear to be being met within the work she is already doing.
2^ TRAINING PLAN
1. Anna needs more experience with other models of therapy 
besides the Cognitive Behavioural model. It is proposed that 
she should gain more experience of family therapy through 
attending the workshops and also have formal supervision using
this model for at least one case.
2. In terms of psychotherapy work, it is probably more 
appropriate not that she chooses people suitable for 
psychotherapy but she has access to supervision using a 
psychotherapeutic model and it is suggested that in the second 
six months of the year she should have supervision using this 
model for two to three clients.
3. Within the team she is picking up clients who might come
under substance misuse services, or forensic services; it is 
suggested that she might plan visits to other services, 
perhaps linked in to these individual clients, to get some 
idea of the range of services available and the style of 
working in these specialties, as these are ones she did not 
cover during her placements.
4. Health: this is an area that Anna has not worked in
previously, but she is doing both Primary Care and Kingston 
Trust work in this area. She will receive some teaching on
this within the modules over the year, but it was suggested
that as this was an area that she and Hilary were interested
in, they could plan a half-day workshop within Kingston and 
Esher to which all people involved in Health Psychology work 
might contribute.
. . ./continued
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Anna Iwnicki - Third Year Training Plan (continued)
5. Organisational Work. This is an area that Anna has done 
very little on, though she has had previous experience in 
Occupational Psychology. It is proposed that she should do
one area of project based working to build up her skills in 
this area, and one possible area is in relation to team roles 
and functioning in the team that she is in. Catherine Dooley 
would be willing to supervise in this area.
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AN ACCOUNT OF CONTINUING PROFESSIONAL DEVELOPMENT UNDERTAKEN DURING
THE COURSE OF THE PSYCH D.
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The Psych D in C lin ic a l  Psychology conversion programme has 
enabled me to develop greater personal and professional competence 
in the academic, c l in ic a l  and research domains. I t  has
fa c i l i t a te d  the consolidation of knowledge acquired during my 
tra in in g  in C lin ic a l  Psychology and enabled the application of a 
broader range of s k i l ls  to my current work.
The academic aud it,  consisting of two c r i t i c a l  reviews, has
considerably increased my level of knowledge into  the areas of
dementia and diabetes. The knowledge acquired has broadened my
s k i l ls  in these areas and improved the c l in ic a l  service that I 
provide to the Stroke Unit and Diabetes Day Unit. In addition ,  
the review carried out aimed at exploring current issues in the 
c la s s if ic a t io n  of the dementias, has promoted my position in the 
Department as someone who can provide advice on neuropsychological 
issues. As well as developing my knowledge base in these areas, 
the psychology department, and other s ta f f  members, have shown 
in te res t  in having the information disseminated in the form of
seminars.
As a ' th i rd  year t ra in e e ' ,  I  was able to take up opportunities to 
develop my c l in ic a l  s k i l ls  in areas which were not provided during 
the two-year c l in ic a l  tra in in g  period. I  gained experience 
working with c l ie n ts  using a psychotherapeutic framework, and 
continue to receive regular psychodynamic supervision. This has 
greatly  enhanced my c l in ic a l  p ractise , and enriched my formulation  
of psychological problems. Over the la s t  two years I have been
involved in the setting  up of a psychology service, providing  
sessional input for a Diabetes Day Unit. This has proved 
successful and I have been able to put into  practise  suggestions 
drawn from the l i t e r a tu r e .
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The choice of topic fo r the research audit was led by my 
involvement in a Stroke Unit, to which I  provide sessional input. 
The research has enabled me to develop s k i l ls  in q u a l i ta t iv e  
approaches to data analysis, while providing the service with 
suggestions for improving services provided to carers.
The workshops that I  have attended over the las t  18 months have 
re flec ted  professional needs set out in the th ird  year t ra in in g  
plan, and personal in te re s t .  I  have developed a p a r t ic u la r  
in te re s t  in neuropsychology over the period of study for the Psych 
D, and hope to persue sp e c ia lis t  tra in in g  in the near fu ture .
O verall,  the conversion programme has provided me with an
opportunity to develop my knowledge and s k i l ls  in the areas of
c l in ic a l  work, research methods and academic study. I t  has been a 
challenging programme of study, necessitating careful time
management, but rewarding on both a professional and personal
le v e l .  I believe that the benefits of developing my knowledge and 
s k i l ls  in the areas outlined w i l l  extend to the department, and 
other d isc ip lines  with whom I  work, and improve the service  
offered to c l ie n ts  and carers.
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THE BRJTXSH PSYO O LO G ICAL S O dE TY  
MEMHE3^SHXP AKD Q U AIZFICKriCJNS BOAPD 
OOMH llT E E ITDR THE SCRDTXNY OF IM )1V 11X IA L  CCZNICRL Q Ü A U n C R T ia N S  
EVATZERTIŒf OF C L IN IC A L  OOKEETEN22: ASSESSMENT FQRM
Trainee^s name;______ AA, ZH m  i C  K {____________________
Supervisor's name lA^ OPll'^ tf'__________________
Description of placement lui/W u^P_pui_ -buxi/vi^  PlcceMo^l-.
Dates of placement_________________  -  •
To be completed by the supervisor/s about the trainees clinical 
experience and returned to tiie Coordinator of Training at the end of the 
period of experience being assessed. In each section supervisors are 
aksed to comment on the trainee's performance during- the placement using 
the headings as a guide. These headings are illustrations of the topics 
to be covered and other issues may also be inportant in some settings.
Please give detailed feedback, providing a rounded view of the trainee's 
strengths and weaknesses. In additicn, supervisors are asked to give a 
rating as a recommendation' on vhether the various aspects of the placement 
have been passed, and whether the placement as a whole has been passed,
GENERAL OCMMENTS (To be conpleted last. Continue on separate sheet if
necessary)
Superviseras overall evaluation PARf;/R0RDKRTTMF/EATT.
General comments by the supervisor (Specify any outstanding assets and 
any particular problems or limitations. Also, mention ary special aspect 
of this placement vhich is relevant to the trainee's functioning and
conpetence) :
Anna is a conscientious, reliable worker who is able to address the needs of 
clients and colleagues in a professional manner. She is more comfortable when 
working within a cognitive-behavioural framework but is beginning to be able to 
shift from this model when'appropriate. ' She monitors effectiveness and her reports 
are clear and concise. She is experienced in working with other staff and has 
already built up a small consultative role within à Community Mental Health Team.
Needs some more clinical experience in systemic models of family therapy.
Trainee's comments on the accuracy of the feedback:
Supervisor k t e
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SECTION A : WORK WITH INDI\TIXJAL ADULTS AND CHILDREN AND COUPLES
RELATIONSHIP FACIDRS (ability to es-tablish patients' trust and confidence, 
sensitivity to patient's communication, awareness of termination issues 
^here relevant) :
Cood at engaging clients, empathetic yet objective.
aood at making contracts, which helps with termination issues.
FORMULATION OF FRDI3LB1S (ability to use theoretical ideas to understand 
problems and to use theory in developi_ng an action plan; ability to 
reformulate prot>lerRS in the light of new information) :
i/ery clear about formulation process and relating to theoretical models.
The Cognitive/Be.navioural model is Anna’s most favoured model. She is able
to reformulate problems and pursue other models although she is not so confident 
jsing other models.
:ihe has organised supervision in psychodynamic models to consolidate experience.
CARRYING COT PROCEDURES (interviewing skills, selection and accurate 
administration of assessment procedures, including psychometric 
assessment, interpretation and use of results, ability to carry out 
treatment approaches) :
jood - thorough and uses a wide range of appropriate assessments and treatment 
approaches. Psychometric assessment skills are of a high standard.
MCOTIDRING EllECTXVENF^ (describing what has been achieved, including 
choice of apprcpriate measures and interpretation of results) :
jOod - thorough.
REPORTS (written and oral cbrranunication and reports are clear and 
ccnprehensive, aims and nature of treatment clearly expressed, adequate 
and careful assessment of outcome, timeliness) :
Ixcellent - clear and concise and useful to the referrer.
OTHER:
SECnON A rating: PASS/BQRDSRIINB/faÆL/ltOT M m C A B I B-
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SECITON B: WORK WTTH FAMILIES
RELATICWSHIP FAC.DORS (ability to establish trust and confidence, 
sensitivity to ccmimunication frcm all family menbers, awareness of 
termination issu€>s) :
Engaging yet neutral. Takes all family members’ views into account.
POPMUIATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and to use theory in developing an action plan; ability to 
reformulate problems in the li^t of new information) :
Able to use different theoretical ideas to formulate difficulties.
CARRYING COT PROCEDURES:
Lack of experience in systemic model of family therapy.
FDNITORING EFFECTIVENESS (describing what has been achieved, including 
choice of appropriate measures and interpretation of results) :
Able to judge the effectiveness of a family session and what goals have been
achieved.
REPORTS (communication and reports are dear and ccnprehensive, aims and 
nature of treatment dearly esq^ ressed, adequate and careful assessment of 
outcome, timeliness):
Good - clear, informative and concise.
OTHER:
Needs experience of systemic model of family therapy. Organised for August
Needs to consolidate experience.
SECTION B rating: IASS/]^î 3^SR£3IIS/EAIlylOT APEEIGABIÆ
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/-
àBCnO N C : \QOBK W ITH  GROUPS N o t a p p l ic a b le .
ŒLAna^SHIP FACIŒS (aiDÜity to establish trust and confidence, 
sensitivity to conrmuni.caticai frcra all group members, awareness of 
termination issues) :
FDRMDIATTON of PROBLEMS (ability to use theoretical ideas to understand 
ordblems and to use theory in developing an action plan; ability to 
reformulate problems in the light of new information) :
CARRYING OOT PROCEDURES (able to use methods apprcpriate to the type of 
group and clients) :
lOinORING EFFECTIVENESS (describing vhat has been achieved, including 
choice of apprcpriate measures and interpretation of results) : .
REPORTS (written and oral canmunication and reports are clear and 
canprehensive, aims and nature of treatment clearly expressed, adequate 
and careful assessment of outcome, timeliness) :
OTHER:
  \
SECOTON C rating: PASS/B3IT)ER£IIŒ7^EAÆiyiOT APPLICABLE
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D : WORK w it h  d ir e c t  CARE S T A IT
RELATIONSHIP FACIDRS (ability to establish staff members trust and 
confidence, sensitivity to staff corrcnunications, awareness of termination 
issues vhere relevant) : *
Very aware of staff issues and is sensitive to their needs. Good at 
establishing relationships and excellent at establishing a remit when working 
with staff.
PDRMDIATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and to use theory in developing an action plan; ability to 
reformulate problems iri the light of new information) :
Good - can use wider organisational thinking, not just focusing on problems
ENABLING STAFF TO CARRY OUT PROCEDURES (giving appropriate advice or 
instruction, handling difficulties as they arise, maintzdning focus on 
goals, flexibility and perseverence) :
Very clear in giving staff information, advice and helping them carry out and 
monitor different techniques.
FOIETCRING EFFECTIVENESS (describing vhat has been acdiieved, including 
choice of appropriate measures and interpretation of results) :
Good - again clear monitoring and use of information. Thorough.and meticulous,
REPORTS (written and oral communication and reports are clear and 
canprehensive, aims and nature of treatment clearly expressed, adequate 
and careful assessment of outcome, timeliness) :
Good - clear, concise and useful.
OTHER:
SECTION D rating: PASS/BQRDERl3 7^P!ft3SEyQ^ g?-AITIJ:GIfiBLB ■
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BECnON E: TEACHING
PLANNING AND PREPARATION (understands aims of teaching and relate 
content and method of pjoesentation to aims, can anticipate the needs of 
other staff in terms of appropriate content, degree of detail etc.):
Gives self time to prepare. Establishes content of teaching before 
preparation. Flexible to needs of.those being taught.
PRESENTATION (formal and informal teching, transmission of skills, 
presents material clearly, avoids technical jargon and excessive detail, 
adapts material appropriately to questions and feedback) :
Clear, informative - uses different teaching methods. Able to transmit 
skills confidently and effectively.
M3NTIORING EFFECTIVENESS (describing vhat has been achieved, including 
choice of appropriate measures and interpretation of results) :
Good. Collects feedback and uses it appropriately.
OIHER:
SECTION E rating: ptubs/aoRREnT.T>rn
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SECTION F : ORGANISATIONAL WORK/STAFF TEAM WORK
KNOWLEDGE OF CRGANISAXION (understands the organisation of the clinical 
unit, including points of decision making, formal and informal channels of 
communication, role and function of key staff and ccmmittees) :
Knows the organisational structure well and is able to use this appropriately 
in terms of communication, decision making etc. Role and function of key staff 
in different agencies is understood.
ACTIVITY WITHIN ORGANISATION (able to take effective action within 
organisational framework of unit, involvement in coordinated activities in 
relations to patients and problems, able to tolerate frustrations when not 
able to secure staff agreement) :
Able to work effectively with a community team. Able to use the team structure
system to introduce new ideas and ways of looking at a problem. Copes well
with being in a 'different' position in a team which can cause tensions.
CCHCRIBanœ TD ward-based or staff team ACTTVITIES (ease of relating with 
colleagues in other disciplines, contribution to multidisciplinary 
meeting, case conferences) :
Contributes a lot to team activities and relates well to other multi-disciplinary 
staff. Might need to step back sometimes and enable others to contribute.
OIHER:
SECTION F  r a tin g :  ^IASS/B 0R D E R L]IIE /I3U % /ir)T  ^^XPLICZ^LE-
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rS C n O N  G : RESEARCH A c i l V l T f
IDBTnnCATION AND EVALUATION OF RELEVANT UTERATURE (able to identify 
ipprcpriate topics for reading and to make use of the available 
.iterature, has knowledge of the literature relevant to issues in the 
jlacenent, able to appraise tlie literature critically, able to relate 
issues in the literature to isisues in clinical practice) :
Good - reads a lot and uses literature to help think and plan strategies 
both in systems and therapy. Uses library facilities a lot.
DRMULATION AND DESIGN: ZDENTHICATICXi OF PROBLEM (can make a Clear
statement of the problem in a form 'which is capable of answer, can design 
investigation in a manner vhi<d-i is realistic and capable of providing 
answers to the questions posed) :
Able to state problems and pose questions. Has research ideas in mind 
which are realistic.
DATA COLLECTION AND ANALYSIS (can plan and organise data collection, and 
analyse data appropriately) : -
Not applicable as yet.
INTERRRETAIICN OF RESULTS (can interpret results and draw appropriate 
conclusions):
Not applicable as yet.
USE OF RESEARCH ACTIVITY (contribution to the service, how has the work 
helped? vhat use has been made of it?) :
Not applicable as yet.
OTHER:
SECTION G rating: IASS/IX}II)EraiLtE/IAEEVK3IHAITII(3ai^
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SECTION H : PROFESSIONAL EEHAVIOUK
R E L IA B IL IT Y :
Very reliable. Conscientious worker. Good at time-keeping-etc
in t e r e s t  a n d  ENTHUSIASM;
Always interested and curious about new clients and ways of working. 
Sees difficulties as a challenge and embraces them.
(ORGANISING WCRKLÛAD AND MANAGING PRIORITIES (can handle a reasonable 
workload, takes responsibility for this) :
Good - prioritises.
DEGREE OF INDEPENDENCE APPROPRIATE TO STAGE OF LEARNED (ability to carry 
out work after general discussion, ability to take responsibility and 
recognise vhen further consultation is necessary) :
Very independent and takes responsibility for dealing with difficult problems 
yet seeks reassurance when necessary.
AWARENESS OF ETHICAL ISSUES:
Very aware and will draw on others' experience if necessary,
USE OF SÜFEKVISIŒ (response to feedback and constructive criticism, 
ability to offer ideas and constructive criticism).
Uses supervision appropriately - responds to feedback and able to move 
forward. Able to offer opinions and uses assertiveness appropriately.
SECTIŒ H rating: PASS/EORD£RLINE/FABy^ NOP-APPLrCADI£-
Telephone: 0116 254 9568 St Andrews House
Fax: 01162470787 g o  48 Princess Road East
E-mail: bps1@le.ac.uk '  LEICESTER
CompuServe: 100020,73 LEI 7DR
The British Psychological Society
HC/AS
6th 1^3 ber 1995
Iwnicki 
22 Queens Court 
New Road
KINGSTON-UPON-THAMES
Surrey
KT2 6SQ
Dear Ms Iwnicki
THIRD YEAR OF CLINICAL TRAINING - EVALUATION OF CLINICAL COMPETENCE
The Committee for the Scrutiny of Individual Clinical Qualifications has recently 
agreed that, following the successful completion of a two-year clinical psychology 
training course, you have satisfactorily completed a further period of 12 months’ supervised 
practice. You are, therefore, now eligible to register as a Chartered Clinical Psychologist.
Should you wish to register as a Chartered Psychologist it will be necessary for you to apply 
formally to the Society for registration, and the appropriate application forms are available from 
this office on request. You must not describe yourself as a Chartered Psychologist until you have 
received notification that such an application is successful. If you also wish to use the 
adjectival title "clinical" then you must join the Division of Clinical Psychology. The enclosed 
booklet "Information on the Register o f Chartered Psychologists" may be of interest to you.
May I take this opportunity to congratulate you on the successful completion of your period of 
supervised practice.
Yours sincerely
HELEN CLARK (Miss)
Administrative Officer
enc
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ABSTRACT
A study has been carried out to look at the coping strategies used by 
informal carers of stroke patients and to explore their experience of 
stroke, in particular the information and support they received. It 
was hoped that this would indicate what, and how, appropriate 
information and support, might be offered to carers.
Twenty informal carers of people who had suffered a stroke were 
interviewed for this study. A structured interview comprising of 
three questionnaires was carried out with each carer. The 
questionnaires used were: the "Hospital Anxiety and Depression Scale"; 
"Ways of Coping Questionnaire" and an "Information Questionnaire".
Statistical analysis has shown that overall carers used a mixture of 
emotion-focused and problem-focused coping strategies. Few requested 
information or support from professionals but the majority indicated 
they would like more support. Carers satisfaction with the service 
was found to be linked to their relatives degree of recovery following 
the stroke. Carers using more "Wishful Thinking" coping strategies 
had higher scores on a measure of depression.
Recommendations have been made for improving services to carers of 
stroke patients and suggestions are made for ways in which research in 
this field could be developed.
CHAPTER 1.
GENERAL INTRODUCTION
The broad aims of this study are (1) to look at the coping processes 
used by carers of stroke victims and some of the factors that might 
influence these; and (2) to explore their experience of stroke and in 
particular the information and support they have received.
It was hoped that this preliminary study would result in 
recommendations for further research and suggestions as to what, and 
how, appropriate information and support could be offered to users of 
a stroke unit.
The study was carried out with a sample of twenty informal carers of 
people who had suffered a stroke. Eleven were caring for their 
relative at home and nine were visiting relatives currently ih 
hospital.
The literature review that follows looks at:
1. An introduction to the problem of stroke and its consequences 
for the patients and their carers;
2. Caring and coping with stroke;
3. Information and support for carers;
4. Hypotheses drawn from the literature reviewed.
Such a review, which indicates the effects of stroke and the needs of 
carers of stroke patients, logically precedes a consideration of what 
is actually being done to help carers.
Some hypotheses have been produced for this study, based on the 
Literature and are presented in Chapter 5.
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CHAPTER 2 .
LITERATURE REVIEW PART I.
The aim of this chapter is to outline the current situation regarding 
stroke and some of the consequences of stroke for the stroke 
patients and their families.
1. Definition of stroke.
Stroke has been defined by the World Health Organisation
as. .. "Rapidly developed clinical signs of focal (or global)
disturbance of cerebral function, lasting more than 24 hours or
leading to death, with no apparent cause other than of vascular
origin" C Aho et al. 1980). Put more simply, it is the outward
manifestation of a localized sudden interruption of the blood supply 
to some part of the brain. There are many other definitions used in 
other countries and the National Survey of Stroke in the United States 
uses the following definition:
"Stroke is a clinical syndrome consisting of a constellation of
neurological findings, sudden or rapid in onset, which persist for
more than 24 hours, and whose vascular origins are limited to:
(a) Thrombotic or embolic occlusion of a cerebral artery resulting in 
infarction, or
(a) Spontaneous rupture of a vessel resulting in intracerebral or
subarachnoid haemorrhage." (Cited in Wade et al. 1985).
2. Incidence of stroke
Every year in a typical western population of 100 000 people about 200
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suffer a stroke and come into medical care (Anderson 1992). Most of 
these people are admitted to hospital but the proportion varies . 
Stroke is one of the most important single causes of hospital use 
after mental disorders; altogether care of stroke patients may absorb 
about 6% of hospital running costs and nearly 5% of all National 
Health Service costs (Anderson 1992). As a report from the Royal 
College of Physicians (1990) underlines, stroke is a major cause of 
chronic disability and the source of a heavy burden on patients’ 
relatives and friends as well as consuming a great deal of the 
resources of the health and welfare services. Most stroke survivors, 
about two-thirds, are rated as independent in daily activities by one 
year after the stroke although this does not mean that they have 
returned to levels of activity or performance that they had before the 
stroke. Altogether in a population of 100 000 people there are
roughly 750 survivors of stroke, most of them living in the community 
with family and with varying levels of disability. (Anderson 1992).
3. Survival after stroke
About a quarter of the people who suffer a stroke die in the first 
month but more than half survive for a year or more. The natural 
history of stroke involves a fairly high level of deaths soon after 
the stroke, followed by a lower but relatively continuous fatality 
over succeeding years. Data from the World Health Organisation 
study (Aho et al 1980) showed 23% dying within 7 days, 31% within 3 
weeks and 48% before the end of the first year after a stroke. 
(Warlow et al. 1987).
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4. Consequences of stroke.
Before looking at the impact of stroke on coping strategies and
adjustment it is important to outline some of the consequences of 
stroke for both the patient and their informal (i.e. not formal or 
paid staff) carer.
4.1. Consequences of stroke for patients.
4.1.1
Lacey and Burns (1989) suggest that "Primary" and "Secondary"
disturbances should be taken into consideration when assessing the
impact of stroke on victims and their relatives.
"Primary" disturbances are those which arise as a direct result of 
the organic pathology, altering the nature of the individual and often 
changing profoundly his or her thinking and perceptual abilities, 
feelings and communication abilities.
"Secondary" disturbances arise from his or her own reactions to the 
disabilities. These may include paralysis, sensory losses, 
impotence and ataxia as well as psychological and perceptual 
impairments.
These authors suggest that the term "tertiary" disturbance could be 
used for the problems which arise consequentially in the family and in 
society.
Anderson (1992) categorises deficits into;
1). Perceptual impairment;
2). Cognitive impairment;
3). Communication difficulties. (These fall into two main categories: 
(a) dysarthria due to impaired neuromuscular control of speech;
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and (b) dysphasias - expressive (motor), receptive (sensory) and 
mixed. Receptive dysphasia, in which comprehension of the spoken 
word is impaired is common after more posterior-dominant 
hemisphere strokes;
4). Personality changes. The literature indicates that it is the 
personality changes that put a greater strain on families than 
does either physical disability, intellectual deterioration, or 
impaired communication, and the longer the family has to cope the 
greater their distress and psychiatric morbidity.
Personality changes which may develop are:
a) exaggeration of previous personality traits
b) increased irritability, anxiety and withdrawal;
c) 'organic moodiness' (Storey 1970)
d) frontal lobe syndrome
e) apathy
Briefly, factors affecting the level of impairment of function after 
brain damage caused by stroke include:
1.Rate of onset
2.Extent of damage 
3.Site of damage
4.Pathology (Anderson 1992).
4.1.2 Depression and psychological adjustment after stroke 
The literature reviewed indicates that depression is common after 
strokes. Murrell et al. (1983) found that 64% of women and 43% of men 
were depressed after stroke compared to 16% and 13% respectively in 
their controls of people with physical disabilities. It has been
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suggested that those suffering a severe stroke will pass through 
characteristic stages. These include:
1). shock and confusion C especially related* to dread and anxiety 
about disability and threatened loss);
2). denial; hopes are high that treatment will succeed as fears and 
despair are pushed aside or denied;
3). anger and frustration; the realisation that little improvement has 
taken place and that these disabilites and the new way of life is 
permanent resulting often in feelings of frustration anger and 
bi tterness;
4). acceptance and adjustment.
4.1.3 Site of lesion 
In recent years a number of studies have considered the relationship 
of depression following stroke to site of lesion independent of 
'understandable' reactive factors (for example Lacey and Burns 1989). 
Cerebral laterality and its relationship to psyhcopathology was first 
studied by Floi Henry (1969) who described a link between right 
frontotemporal lesions and depression, and between left frontotemporal 
lesions and mania, euphoria, and paranoid states.
More recently Robinson (1984) and her colleagues claim that patients 
with left anterior damage are more likely to become depressed and that 
the more anterior the lesions the more frequent and marked the 
depression. They observe that right anterior lesions lead to a 
cheerful apathy, but the right posterior lesions may be associated 
with depression.
Gass and Lawhorn (1991) reviewed the literature in this field and
concluded that ever since catastrophic reactions were first described 
in patients with left hemisphere damage there has been an association 
of left hemisphere damage with depression and right hemisphere damage 
with indifference or euphoric emotionality.
Generally it seems to be suggested that although depressed mood is 
equally likely to be present in patients with left or right hemisphere 
damage it is more likely to lead to indifference or apathy reactions 
in right hemisphere lesions, and in left hemisphere damage to 
catastrophic reactions. It seems possible therefore that the site of 
the patient's lesion and their subsequent mood may have implications 
for the way carers perceive and therefore cope with caring for their 
relative.
4.2 Consequences of stroke for families and carers.
Relatively little research has concentrated on the long term impact of 
a brain Injury such as stroke on the family members or carers.
Using family reports on the changes that occurred following brain 
injury, Florian et al. (1939) suggest that adjustment in these 
families is more difficult because of the speed of change in 
continuity between past and present life. The disruption caused by 
stroke is sudden and generally requires a dramatic change in the roles 
of one or more members of the family.
As Indicated earlier in this review, research suggests that among the 
sequelae of brain injury, the cognitive and personality changes have 
the most negative impact on normal daily living. A study by Oddy et 
al. (1978) indicated that the problems most frequently reported by 
the relatives are emotional changes, poor memory and subjective
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symptoms such as fatigue and slowness. Physical difficulties were 
reported less frequently. There was also a tendency for relatives to 
report a growing severity of certain types of problems as time went 
by, particularly emotional difficulties.
Studies reviewed in Florian et al indicate that the most frequent 
changes reported by carers fell under the heading of psychosocial 
sequelae and changes in personality. These changes persist over time 
and can be divided into two main categories:
1). Changes in levels of irritability, sensitivity, decreased 
inhibitions, lack of patience, outbursts of anger etc;
2). Changes in tolerance level including passivity, apathy, slowness 
and fatigue.
A review of some of the literature on the consequences of stroke on 
the family in the acute stage, reveals the existence of a number of 
responses that were characteristic of family members. These included 
depression, denial and anger, and guilt. In general these studies 
indicate a gradual development of family and social maladjustment 
starting at 3-6 months after the injury, which then stabilizes but 
essentially remains poor.
Lezak (1986) has identified six stages in the family's reaction to a 
relative's injury, (see Table 1 )
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Table 1.
Stages in evolution of family reactions to a brain damaged member
(From Lezak 1986).
Time since hospitalisation
1. 0-3raths
2. l-3mths to 6-9mths
3. 6-9mths to 9-24mths
4. 9raths or later
5. ISmths or later
6. 18-24mths or later
Family reaction
Happy
Bewildered, anxious 
Discouraged, guilty, depressed 
Depressed, despairing, trapped 
Mourning
Reorganisation - emotionally if 
not
physically disengaged.
In the early stages families may feel relief that their relative has 
survived the stroke. As time goes on relatives may still hope for a 
full recovery but any failure to return to normality can be 
interpreted as lack of motivation or lack of cooperation and this can 
lead to the carer feeling anxious, discouraged and depressed.
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CHAPTER 3.
LITERATURE REVIEW PART II.
CARERS AND COPING WITH STROKE
Researchers predict that increasing numbers of people in the community 
are going to find themselves as the principal carers of an elderly 
relative or parent (For example Bledin, MacCarthy, Kuipers and Woods 
1990).
Findings suggest that reducing carers' distress may increase their 
willingness to continue providing care even without any reduction in 
the objective problems. Coping strategies may determine, at least in 
part, the degree of strain and distress, and thus the commitment to 
continue caring.
Anderson (1992) points out that recent emphasis in care has shifted 
and increasingly informal support systems have a critical role as 
primary providers of emotional help and support. He suggests that 
health and social service professionals must be aware of the stresses 
evoked by a caretaking relationship and take action to reduce these 
stresses if the support is to be maintained.
Morris et al. (1988) cite the mediating variables which might 
influence the caregiver's emotional response. These include the 
meaning carers attribute to the situation, the quality of their 
relationship with the dementia sufferer, their coping strategies and 
the availability of formal and informal support.
Recommendations endorsed by the King's Fund (cited in The West Lambeth
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Authority Stroke Steering Group 1992) promote early psychological 
intervention for both the stroke patients and their carers.
Some recent work has focused on coping strategies used by stroke 
victims and on differentiating between people who cope well and those 
who cope less well. Applications of this research include the 
enhancing of coping strategies and assisting psychological adaptation 
to illness.
Little attention however has been paid to the effective support of the 
"hidden victims". Although there is increasing awareness of the 
family burden of stroke there is little research indicating why some 
families cope better than others. Currently there seems to be little 
coherent policy for the support of the carers of stroke patients.
Work from coping strategies literature suggests that certain ways of
coping are more effective than others (for example Pearl in and
Schooler 1978). Research also indicates that by providing more
information and support, carers' coping strategies may be enhanced.
In a study looking at coping with cancer Dunkel-Schetter et al (1992) 
point out that there are links between variables such as 
socioeconomic factors, perception of degree of current stress, 
situational factors - site, stage of disease etc; and coping, might 
offer practical indications as to which cancer patients should receive 
which coping interventions.
The structure of coping.
The possible range of coping responses in a given stressful encounter 
is very diverse, and only recently have efforts been directed at
trying to categorize coping activities descriptively. Most
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classification schemes (reviewed by Ludwick-Rosenthal and Neufeld
(1993) include the distinction proposed by Folkman and Lazarus between 
problem-focused coping (coping directed at moderating the stressful 
situation) and emotion-focused coping (coping directed at the 
regulation of emotions and distress). This work will now be examined 
in more detail.
Lazarus and Folkman model of coping
This is a transactional model of stress. In this model an event is 
considered stressful when a person appraises it as potentially
dangerous to his or her psychological well-being. Such an appraisal
may be influenced by a person's beliefs or personality and generate 
cognitive expectancies which affect both emotion and behaviour.
Once a situation is perceived as potentially harmful, a person decides 
how dangerous it is and what kind of coping strategy to use to reduce 
the potential harm.
From their research into coping and chronic illness, Felton and 
Revenson (1984) concluded that the patterns between chronic illness 
and coping showed that greater positive affective states were 
associated with primarily cognitive strategies, i.e. incorporating 
relevant information or changing the nature of ones cognitions in
order to construe the illness as an occassion for personal growth. 
Negative affect coupled with lowered self-esteem and poorer 
adjustment, on the other hand, was linked to the use of emotionally 
expressive, avoidant and blaming coping strategies.
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Borden (1991) investigated the relative effects of psychological and 
social characteristics on the well-being of caregiving spouses of 
older adults with chronic dementia. He put forward a model of 
adaptation with the aim of examining psychological well-being in 
carers of dementia sufferers. He believed that psychological well­
being was dependent on various factors which he categorized as 
Antecedent variables ( dementia severity and caregiver gender) and 
Mediating variables ( a. family support, carer distress and peer 
support influencing appraisal, and b. problem solving and wishful 
thinking positively influencing coping). In his study he assessed 
dementia severity, distress in appraisal of dementia symptoms, 
perceived support from family and peers, reliance on specific coping 
strategies, and psychological well-being. His results show that 
gender, appraisal of dementia symptoms, and three types of coping 
strategies - problem solving, positive focus and wishful thinking - 
are significant predictors of well-being.
Caregiver burden.
Borden's study (1991) supports the modest evidence from other 
literature of an association between behavioural disturbance and 
caregiver strain.
Caregiver gender.
Although Borden, in his study suggests that women experience greater 
degrees of psychological distress than men, work by Lazarus and 
Folkman (1980) suggests that there are in fact minimal gender
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differences in coping strategies used when the encounter type is 
control led.
Measures of wavs of coping,
Prior to work by Folkman and Lazarus, approaches to the measurement of 
coping conceptualized it in terms of defensive processes or traits. 
Lazarus and Folkman identified 3 problems with this approach:
DThis hierarchical approach, organising coping efforts from 
primitive to sophisticated, confounds the process of coping 
with the outcomes of this process.
2). It is difficult for raters to agree where along the 
hierarchical continuum a particular coping strategy belongs, 
3By viewing coping strategies as defensive mechanisms,
investigators have focused on how coping maintains
psychological equilibrium, at the expense of exploring the 
problem-solving aspects of coping.
The trait approach views peoples' coping attempts as dispositions that 
do not change over time or across situations. The studies of Lazarus 
and associates present evidence to support the position that coping is 
a multi-dimensional process that changes over time and across
different aspects of the stressful encounter.
Lazarus and Folkman's cognitive-transactional framework of coping 
hypothesises that individuals and their environments reciprocally 
affect each other. In the face of a potentially stressful event, two 
cognitive processes are triggered. The first process is appraisal in 
which individuals determine if an event has personal relevance. 
During primary appraisal they determine whether the situation might be
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harmful or affect them in a significant manner. Secondary appraisal 
is the process by which individuals assess if they can do anything to 
reduce the chances of harm, and if so, what can be done. During 
secondary appraisal, a person is apt to consider a number of coping 
strategies, including those that change the situation, problem-focused 
strategies, and those which reduce the psychological tension, emotion- 
focused strategies. Within this framework coping is defined as a 
series of cognitive and behavioural attempts to manage circumstances 
that evoke responses that exceed ones current personal resources. 
This definition suggests that coping strategies will change as an 
encounter unfolds. It also implies that how individuals cope will 
depend on their current appraisals of both the stress and their 
resources.
"The Ways of Coping Questionnaire" (WCQ), developed as a clinical and 
research tool from their model, assesses thoughts and actions 
individuals use to cope with the stressful encounters of everyday 
life. It measures coping processes not dispositions or styles.
Tennen and Herzberger in a re-evaluation of Lazarus and Folkman's
work on the WCQ concluded that the findings supported the hypotheses 
that :
(i). How a person copes is determined concurrently by individual
and situational factors;
(ii). Stressful events that were seen as changeable were associated
with more problem focused coping, whereas events that were
seen as immutable were associated with emotion-focused coping.
(iii). Depressed subjects were more likely to cope through the use of 
"Wishful Thinking" and to seek emotional support.
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In their study which examined the psychometric properties of the 
'original' Ways of Coping Scale, Vitaliano et al. (1985) found that 
when subjects appraised situations as changeable and required further 
information about a situation, they used significantly more problem 
focused than emotion-focused coping. In contrast, they found that 
appraisals of acceptance and holding oneself back yielded 
significantly more emotion-focused than problem-focused coping.
Caring, coping and psychological adjustment.
The literature reviewed suggests a link between carers' psychological 
health or adjustment and the coping strategies they employ.
Fitting et al. (cited in Knight 1992) found that wives who were 
caregiving were more likely to be depressed than husbands. Men were 
more likely to report that their relationship with their partner had 
actually improved after they became responsible for the care of their 
wives. (Part of the reason for this he suggested was that many women 
may look forward to relief from the role of caring in their later 
life. They may feel that their life has been devoted to providing 
care and feel a sense of resentment at not being able to escape). In 
contrast, husbands often expressed a positive attitude to caring, 
implying that it was their turn to take care of their wife.
Work by Thompson et al. (1990) indicated that caregivers are more 
likely to be depressed if (a) the patient is more physically 
impaired, (b) if carers report disharmony in the family and (c) if 
they have lower perceptions of hops .
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Morris et al. (1988) studied the association between past and present
levels of marital intimacy in spouse caregivers of dementia
sufferers. They found that a low past level of intimacy was
associated with an increased level of both perceived strain and 
depression in the spouse carer. They speculate that this is because a 
poor previous relationship results in extra tension, resentment and
hostility when the impaired partner becomes dependent on the carer.
It is also possible that those people who experienced high levels of 
intimacy before the onset of dementia in their spouse undertook the 
caring role because they felt a deep affection and a desire to care 
for their partner, rather than out of a sense of obligation.
As regards psychological adjustment and coping strategies, as
mentioned earlier, Vitaliano et al (1985) found that depression is
positively associated with wishful thinking and negatively associated 
with problem-focused strategies.
In summary although there is a relationship between depression, 
anxiety and kinds of coping, the nature of the relationship is not
clear.
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CHAPTER 4.
LITERATURE REVIEW PART III.
INFORMATION AND SUPPORT RECEIVED BY CARERS.
Polinko et al. (1985) suggested that one way to change the way a 
relative appraises a situation, and therefore copes with it is to 
provide information regarding the nature and consequences of the 
stroke/head injury.
As implied above, a number of studies have investigated means of 
changing the carers' ability to cope . One involves altering the way 
they appraise the situation and the other by enhancing their ability 
to deal with the situation. One method of changing the way in which 
relatives appraise a situation is to provide information on the nature 
of the brain injury and its effects. This information may be provided 
in the form of booklets or provided verbally. It may be also be 
provided by a self-help organisation or it may be given by 
professionals involved in the treatment and rehabilitation of the 
patient.
According to Prigatano (1986), ability to deal with threat can be 
enhanced by (i) reducing the problem ( through, for
example,rehabilitation of patient), (ii) by enhancing relatives' 
ability to cope (by training relative in methods of management or 
rehabilitation), (iii) by giving practical assistance ( respite care, 
home help), and (iv) by altering the relatives emotional response 
(through counselling and psychotherapy).
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Robert Anderson (1992), in a longitudinal study of stroke patients and 
their families, highlights the importance of preparing families and
carers for coping with stroke. He says that the diversity of problems 
and concerns of stroke victims and carers indicates considerable scope 
for providing information and support.
His research showed a deficit of information due to carers' lack of 
contact with professionals. At 9 months post stroke, 70% of carers 
had had no contact with doctors or nurses involved in caring for their 
relative. Only 12% of those who had had contact found it helpful. 
At 18 months post stroke, 72% of carers (N=147) felt that they had not 
been prepared with advice or information for problems they had to face 
as a result of the stroke.
North, Cornbleet, Knowles and Leonard (1992), in their study on coping 
with cancer and information giving, suggest that information is of 
considerable importance in helping families cope with illness. They 
found that tape recording consultations increases the retention of 
information and reduces the level of anxiety. They found that 
patients and relatives "switched off" after the diagnosis had been 
made and were consequently left feeling confused about the 
consultation as well as feeling distressed, not just about the 
diagnosis but also about their inability to recall salient 
inf ormat ion.
Ludwick-Rosenthal and Neufeld (1993) investigated the Interacting 
effects of an information-based preparation and dispositional desire 
for information among first-time cardiac catheterization patients. 
They found that when desire for information, and preparatory
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information level were matched there was less behavioural anxiety, 
more problem-focused coping, and less emotion-focused coping. Higher 
information led to more positive self-statements.
McLean et al. (1991) looking at service needs of stroke survivors and 
their informal carers, found that there was a "requirement for more 
information about stroke and for counselling in relation to care 
problems arising out of the disability of stroke disease and the 
changes in dependency produced". They point out that there seems to 
be little research examining what the informal carer wants, and that 
although studies have indicated that stress levels are high amongst 
informal carers, ways of alleviating stress have not been tested.
Knight (1992) has looked at the content of supportive programs and 
concluded that support for caregivers varies greatly. Some 
interventions provide little more than written educational material, 
others organise peer support and counselling. He summarised 
intervention programmes as providing education in the nature of the 
disease, practical approach to care and the meaning of symptoms; 
coping with declining family organisation; emotional support and 
expression of feelings; teaching and discussing practical management 
procedures; teaching and problem-solving skills; assertiveness 
training; cognitive restructuring and respite care.
Support and Information currentlv available to carers.
There seems to be only a limited number of studies evaluating the 
level of support and information currently available to carers and
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families of stroke victims in Britain. In an American study examining
the family experiences of stroke, Mauss-Clum and Ryan (1981) asked
carers of stroke patients what support they felt they needed and the 
help they actually received. Almost unanimously, families reported 
their need for a clear and empathie explanation of the patients 
condition as first priority. Of almost equal importance was their 
desire to discuss realistic expectations for the patients' progress. 
Emotional support, financial counselling and advice regarding 
community resources were also selected as important but not of 
immediate concern. When asked what help they actually received, only 
one half said they received an explanation of their relatives 
condition and/or emotional support. Fewer reported receiving a 
realistic prognostic statement, or financial or resource counselling. 
Carers said that in retrospect they had expected from professional 
health teams an opportunity for at least regular communication 
concerning their relative.
Counselling and support of the spouse/ carer in the acute stage, while
the patient is still in an acute ward, as well as after he or she has
left, is inseparable from helping with practical planning for the 
future. In the early weeks there is often the emotional numbness seen 
after any catastrophe, but the anxiety, tension, and later the 
depression which the literature indicates will follow, are based on 
reality, and are best helped by mobilising services in the community, 
trying to involve the wider family, and by inducing a justified 
confidence that she or he is not going to have to cope entirely on 
their own. An opportunity to express his or her fears and feelings is
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invaluable. Some hospitals do have specialist stroke teams that help 
to provide this form of help.
As indicated earlier, stroke consumes a relatively large proportion of 
the total NHS bill but, despite this, little is known about how 
effectively resources are allocated and distributed (Report by the 
West Lambeth Health Authority 1992). A King's Fund consensus 
conference (cited in above reference) recently concluded that stroke 
services were haphazard, fragmented and poorly tailored to the needs 
of the patients. Anderson (1992), in a recent study of stroke victims 
and their carers, emphasised the need "to make policies and services 
relevant to the everyday lives of people living in the community". He 
also recommends that, if services are to support patients and their 
carers, there is a need for greater awareness of the experiences and 
views of the main parties involved (Anderson 1992).
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CHAPTER 5.
HYPOTHESES.
The literature reviewed is helpful in suggesting some clear hypotheses 
as to coping processes used by carers, and information and support 
received . However, the findings have, in some cases, contadictory 
implications for the formulation of such hypotheses. This means 
that one can only explore these differences and comment on them in the 
light of these studies rather than advance hypotheses a-priori.
Based on the literature reviewed looking at coping strategies and
illness, it is possible to generate the folowing hypothesis ;
HYPOTHESIS 1.- Carers using more problem-focused coping strategies
will request and use more information.
Work by Vitaliano et al (1985) and Lazarus and Folkman (1980)
suggested that individuals using more problem-focused coping 
strategies are likely to have appraised a stressful situation as
changeable and require further information before they can act. 
HYPOTHESIS 2.- Carers using more emotion-focused coping strategies
will need more reassurance and emotional support.
According to Lazarus and Folkman (1988) people using emotion-focused 
coping processes are likely to have appraised the situation as one 
which must be accepted and adjusted to and would therefore rely more 
on emotional support.
Other hypotheses can be advanced which are based on theories or
models which are not specifically concerned with carers of stroke 
victims/pat ients.
— 25 —
HYPOTHESIS 3.- Carers experiencing more burden will use more emotion- 
focused coping strategies. Borden's (1990) model of adaptation in 
carers of dementia sufferers (and work by Lazarus and Folkman (1980) 
and Felton and Revenson (1984) indicating increased perceived burden 
and poorer adjustment) indicates that carers experiencing more 
burden, and consequently potentially more psychological distress, 
will be more reliant on emotion-focused coping strategies.
HYPOTHESIS 4.- Carers of patients with left hemisphere damage are more 
likely to use emotion-focused coping strategies and seek reassurance 
and emotional support. This is based on the research that indicates 
that patients with left hemisphere lesions are more likely to be 
catastrophically depressed than those with right hemisphere lesions. 
It seems possible therefore that carers of patients with left 
hemisphere lesions will seek more reassurance and emotional support.
Other matters are also explored in this present study for which 
hypotheses have not been put forward. The literature reviewed 
indicates that there might be a relationship within some of the 
matters explored. These matters include:
(1) Location of stroke and carer's levels of anxietv and depression. 
As mentioned above, site of lesion may have implications for 
carers' choice of coping strategies, it is also possible that site 
of lesion might have implications for carers' well-being and 
psychological adjustment.
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(i i) Length of time since stroke, and carers' scores on anxietv and 
depression scales.
Lezak's (1985) Stages Model outlined earlier, illustrating 
consequences of stroke for families and carers, suggests that there 
will be a relationship between length of time since the relatives' 
stroke and the emotional reaction of the carers.
(iii) Carers' "Wishful Thinking" coping processes and levels of 
depression.
The literature reviewed (Tennen and Herzberger 1985 and Vitaliano 
et al 1985), although contradictory, suggested a relationship 
between wishful thinking coping processes and well-being.
(iv) Sex of carer and levels of anxiety and depression.
According to the literature, Lazarus and Folkman (1980) suggested 
there are minimal gender differences in well-being of carers 
whereas Borden (1990) believed that female carers experience higher 
degrees of psychological distress than their male counterparts.
Although there is little in the literature reviewed on which to base 
hypothesis for the following areas, they are interesting issues to 
explore and potentially have implications for the way carers' 
perceive services they receive.
(v) Past experience of stroke and carers use of emotion-focused and 
problem-focused coping processes.
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<vi) Degree of relatives/stroke patients recovery and carers' 
satisfaction with the service.
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CHAPTER 6
METHODS.
This chapter contains the following sections: gaining access;
subjects; measures; procedure; and analysis.
1. GAINING ACCESS TO SUBJECTS.
Access to carry out the study in Kingston and Tolworth Hospital, was 
gained by initially approaching the Chairman of the Ethical Committee. 
A proposal was presented by the researcher, outlining the aims of the 
study, at a subsequent Ethical Committee meeting of the Kingston and 
Esher Health Authority. Following recommendations put forward by 
the committee, several minor changes were made to the original 
proposal and permission to proceed with this preliminarly study was 
given.
The researcher met with consultants (physicians and 
psychogeriatricians), the nursing manager of Tolworth Hospital and all 
appropriate ward sisters to explain the purpose and aims of the study 
and their approval sought.
2. SUBJECTS.
There were twenty subjects in all. All were identified by nursing
staff as being the main informal carer of the stroke patient.
The researcher employed two methods of approaching potential 
participants to request their cooperation in the study: 
à. Participants were approached directly by the researcher when they
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came to visit their relatives on the ward; 
b. Participants were approached via their liason visitor or their
occupational therapist. The researcher then followed this up with 
a telephone call to explain the nature of the research in more 
detail and arrange an appointment to carry out the interview.
Of the 25 approached 5 said that they did not want to participate in 
the study. Four said that they did not have the time and a fifth
contacted the researcher to say her relative had died subsequent to 
the appointment being made and she therefore felt it would not be
appropriate to be interviewed.
All the remaining 20 carers approached agreed to take part in the
study (see Appendix C for copy of the consent form)
3. MEASURES;
Three questionnaires (see Appendix A for copy of questionnaires) wer'e 
used for this study; An "Information Questionnaire" developed by the 
researcher based on the literature reviewed and in particular on a 
recent study by Anderson (1992), the "Anxiety and Depression Scale" 
developed by Zigmond and Snaith (1983), and the "Ways of Coping
Questionnaire" developed by Lazarus and Folkman and later modified by 
Vitaliano et al.
Selection of the "Anxiety and Depression Scale" and "'Ways of Coping 
Questionnaire" was made on the basis of:
.familiarity with the measures,
.recommendations from researchers,
.the literature reviewed.
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.discussions with carers.
3.IReliability and Validity of the measures used.
"The Hospital Anxiety and Depression Scale". This is a self- 
assessment scale developed by Zigmond and Snaith (1983) and comprises 
a depression subscale and an anxiety subscale. It has been found to 
be a reliable instrument for detecting states of depression and 
anxiety. The anxiety and depression subscales are also found to be 
valid measures of severity of emotional disorder. The validity and 
reliability of this measure were assessed using adults with (a) a 
variety of mental health problems and (b) from the normal population.
"The Ways of Coping Questionnaire". The validity and reliability of 
this rating scale was evaluated by Vitaliano et al (1985) using three 
groups of subjects: (1) outpatients who had been referred to a
specialised treatment programme for anger control problems; (2) 
spouses of patients with senile dementia of the Alzheimer's type; and 
(3) students who were in their first or second year at university. In 
all there were 280 subjects. The, internal consistency reliability, 
construct and concurrent validity of the revised Ways of Coping 
Questionnaire were assessed on these samples. They concluded that 
the reliability and validity of the revised scales were demonstrated 
consistently across samples.
"The Information Questionnaire". Carers' perceptions of the type and 
extent of information and support they received from services, and 
biographical details of both patient and carer, were assessed using 
the "Information Questionnaire".
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Choice of questions to be included in the Information Questionnaire 
was made on the basis of:
a) discussions with staff working on the wards
bMiscussions with several carers who had agreed to talk, 
informally, about the various aspects of their experience of 
caring for someone who has had a stroke (support and 
information received), 
c) the literature reviewed, in particular some questions were 
abstracted from the work of Robert Anderson (1992).
3.2 The "Information Questionnaire" was given in the form of a 
structured interview to all participants. The questionnaire was 
divided into the following sections:
Section A. 'Information and Support*.
In this section respondents were asked 6 questions about 
information regarding stroke and support of any kind they had 
received from health-care professionals or voluntary agencies since 
their relatives' stroke. Examples are "What information or support 
have you received from professionals since the stroke?"; "How much 
contact have you had with professionals since the stroke?".
Questions 1 and 2 were read to participants and options outlining 
types of information or support were given. Their comments were 
noted down.
Two questions in this section were left open and the participants' 
responses noted down.
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Section B. 'Severity of Stroke/Perception of Burden*.
Participants were asked to rate their relatives cognitive and 
physical abilities and their behaviour and mood before and after 
the stroke. In addition participants were asked to rate the degree 
to which they felt their relative had changed overall since the 
stroke and the rate of recovery.
Each response was rated by the interviewer on a 5 point scale from 
1 ("very poor") to 5 ("very good").
Section C 'Other Details/Profile information*.
Biographical data relating to themselves was collected from all 
respondents.
i). The Carer.
This included information on the carer's age and sex. Respondents 
were also asked their relation to the stroke patient, quality of 
relationship before and after the stroke, and whether they had 
past experience of caring for someone with stroke.
The final question in this section asked who provided or provides 
the participant with emotional support.
ii). The Stroke Patient Being Cared For.
Carers were asked the patients' age, sex, length of time since 
stroke and number of previous strokes. To establish localization
of stroke, participants were asked if their relative had any 
physical weakness immediately following the stroke. This was then 
cross-checked with the patient's medical notes.
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Finally, participants were asked for any other comments on their 
experiences since their relatives stroke that they felt might be 
pertinent to the study.
4. PROCEDURES.
Before the structured Interview commenced the nature of the research 
was explained to the patient and where appropriate their consent was 
requested (see Appendix C for patient consent form). In several 
cases patients were unable to give their written consent because of 
physical or or cognitive difficulties. Prior to approaching the 
patient for consent, the carers and/ or the nursing staff dealing with 
the patient were asked for their opinions as to whether or not the 
patient would understand the content of the consent form.
Before the structured interview commenced, respondents were asked to 
read and sign the 'Carer Consent Form'. This has details regarding 
the researcher, aims of the study, procedure and confidentiality. The 
researcher then highlighted that it was necessary to contact their 
General Practitioner in order to inform him/her of their involvement 
in the study. Reassurance was given that none of the content of the 
interview would be related to the GP. (See Appendix C for a copy of 
the standard letter to the GP). In addition they were reassured that 
the content of the interview would not be disclosed to staff. 
However, in 2 cases the researcher was sufficiently concerned by the 
participants' responses to strongly advise them to see their GP and 
seek some sort of formal support.
Each respondent was then interviewed by the researcher using the
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measures in the following order:
1). Information Questionnaire - Each respondent was asked 
questions in exactly the same format as set out in the 
questionnaire. Responses were recorded on the questionnaire by 
the researcher. Illustrative data from some of the 'Additional 
Comments' section are given in the results section. A full set 
of responses to all open questions can be found in Appendix B.
In many cases the final comments section elicited no information 
beyond that which had already been collected.
2). Ways of coping Questionnaire - This was completed by the 
participants in the presence of the researcher and any points 
were clarified by the researcher if the respondent appeared to be 
having difficulties or asked for help. Following the paradigm 
used by Folkman and Lazarus (1980) each participant was asked to 
respond to the Ways of Coping Questionnaire with respect to their 
experiences of their relative's current stroke.
3). Anxiety and Depression Scale - This was completed by 
respondents and help was given by the researcher if required.
The interviews took between 45 and 90 minutes to complete, some 
people choosing to talk in more detail about their views and 
experiences than others. Participants were then thanked for
taking part in the study and, on the recommendation of the Ethical 
Committee, participants were given a list of names and addresses who 
could be contacted for information or support. These ranged from 
their GP to voluntary support agencies. On completion of the
interview the letter was sent to the GP notifying them of their 
patients participation in this study.
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5. Analysis.
The data were analysed using the SPSS-PC. Descriptive statistics used 
were frequencies. The inferential statistic used was Spearmans r and 
t-test.
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CHAPTER 7.
RESULTS.
This chapter comprises three main sections: Section A presents the
biographical and profile information obtained for both carers and the 
relative for whom they are caring. Section B presents the results for 
the hypotheses postulated in Chapter 5. Section C presents 
illustrative responses and comments from carers to open questions 
asked on the "Information Questionnaire".
SECTION A: RESULTS CONCERNING THE BIOGRAPHICAL AND PROFILE
INFORMATION OF CARERS AND THEIR RELATIVE.
1. Biographical/profile information. This section presents the 
following information:
1.1 Carer.
Sex; age; relation to stroke patient; past experience of caring; 
quality of relationship before and after stroke;
1.2 Patient.
Location; sex; age; length of time since stroke; number of 
previous strokes; site of stroke; carers' rating of stroke 
patients abilities before and after stroke and rate of recovery.
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The details outlined above were elicited from carers using the 
"Information Questionnaire" (see Appendix A).
1.3 Coping strategies used by carers.
Raw scores and relative scores; appraisal of stroke.
Information regarding carers' coping strategies was obtained using 
the "Ways of Coping Questionnaire" (Appendix A).
1. 4 Carers' psychological ad.1ustment/wel 1-being.
Anxiety and depression scores.
Carers completed the "Hospital Depression and Anxiety Scale" so a 
measure of their levels of anxiety and depression could be 
obtained.
1.5 Carers and support from services.
Information and support received; contact and extent of contact 
with health care professionals; numbers of carers requesting 
information; information carers would ideally like; satisfaction 
with the service received; emotional support.
This information was obtained from the "Information 
Questionnaire".
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1.1 Carer.
Age.
55% of carers were over 70 years of age. Carers' ages ranged between 
48 and 82, the mode being 69.
Table 1 gives the distribution of ages for carers (in %).
Table 1.
Age range Number of carers
48 - 58 15%
6 2 - 6 8  30%
70 - 82 55%
Sex.
40% of the carers in this sample were male and 60% female.
Carer's relation to the stroke patient.
Table 2 gives the distribution of carer's relationship to the patient. 
"Other" in the table signifies indirect relations such as sister-in- 
law.
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Table 2.
Relat ionship 
son
husband
wife
other
Number of carers (in %) 
15%
15%
65%
5%
Past experience of stroke,
55% of carers had no previous experience of caring for someone having 
had a stroke. 45% of carers had some prior experience of caring.
Quality of relationship before and after stroke.
Table 3 shows the percentage of carers rating quality of their 
relationship with the stroke victim before and after stroke. All of 
the carers felt their relationship was "o.k" or better prior to the 
stroke. Post stroke 15% of carers felt their relationship was "poor" 
or "very poor". 85% still reported having "very good" or "extremely 
good" relationships.
Table 3.
Quality of relationship
very poor
poor
o.k.
very good 
extremely good
Before stroke
10%
25%
65%
After stroke 
10%
5%
20% .
20%
45%
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1.2 Patients.
Location.
55% of patients were in hospital at the time of their carers'
participation in this study, and 45% were living at home.
Age.
Half of the stroke victims being cared for were aged between 78 and
86, and half were between 65 and 77. The youngest was 65 and the
oldest 86. The mode was 78.
Table 4 gives the distribution of ages for patients (in %).
Table 4.
Age range Number of Patients
65 - 69 20%
70 - 77 30%
78 - 86 50%
Sex.
55% of stroke victims in this study were male and 45% female.
Length of time since stroke.
Table 5 shows that 70% of patiens had suffered a stroke between 0 and 
9 months prior to the carers participation in this study. 30% had the 
stroke more than 10 months prior.
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Table 5.
Length of time since stroke 
0 - 3 months
4 - 9 months
1 0 - 2 4  months 
24 months plus
Number of patients (in %) 
30%
40%
5%
25%
Previous incidents of stroke.
60% of patients had no previous incidents of stroke. 40% had 
experienced at least one stroke in the past.
Location of stroke.
65% of patients had a stroke sited in the left hemisphere, 35% a 
stroke in the right hemisphere.
Carers rating of stroke patients abilities before and after stroke. 
Table 6 shows that 90% of carers felt their relatives cognitive 
ability was "excellent" prior to their stroke. The remaining 10% felt 
their abilities were "O.K." or "very good". Post stroke 60% of carers 
still felt that cognitive abilities were "O.K". or better, but 40% had 
rated their cognitive ability as "poor".
There is a similar pattern in carers' rating of behavioural abilities, 
mood and physical abilities. 95% of carers rated relatives’ physical 
ability prior to stroke as "very good" or "excellent". However, 65% 
of carers post-stroke felt their relatives' physical abilities were 
"poor" or " very poor".
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Table 6.
Level of ability Rating of ability
Cognitive Behavioural Mood Physical
Bef ore Af ter Before Af ter Before After Before After
Very poor - - - - - - 20%
Poor - 40% - 30% - 35% 45%
O.K. 5% 30% 10% 35% 5% 35% 5% 15%
Very good 5% 20% 25% 20% 25% 10% 35% 20%
Excellent 90% 10% 65% 25% 70% 20% 60%
Degree of recovery since stroke.
50% of carers rated their relatives' recovery after stroke as "None" 
or "A little". 50% as "Some" or "Good Recovery".
Table 7 .
Rate of recovery Numbers of carers (in %)
None 10%
A little 40%
Some 25%
Good Recovery 25%
Full Recovery
1.3 Coping strategies used bv carers.
Raw scores and Relative scores of Coping Strategies.
Table 8 shows carers' raw scores and relative scores on the "Ways of 
Coping Questionnaire". Raw scores are the sum of the subject's 
responses to the items that comprise a given scale. This gives a 
summary of the extent to which each type of coping was used. Raw
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scores are not differentially weighted according to factor loadings. 
Relative scores describe the contribution of each coping scale 
relative to all the scales combined. The relative score technique 
controls for the unequal numbers of items within the scales for 
individual differences in response rates.
Table 8 .•
Raw Score Relative Score
mean range mean range
Problem Focused 12 1-25 22% 3%-33%
Emotion Focused Total 6 0-20 75% 61%-96%
Blamed Self .4 0-13 3% 0%-20%
Seek Social Support 7 1-12 32% 8%-59%
Wishful Thinking 8 1-17 29% 6%-73%
Avoidance 4 0-11 12% 0%-23%
The table above shows that generally carers used a mixture of emotion- 
focused and problem-focused coping strategies. A higher proportion of 
carers used predominantly emotion-focused coping strategies. On 
average carers used 22% of problem-focused coping strategies while 75% 
was the average proportion used for problem-focused strategies. Of 
the emotion-focused strategies used, .on average carers used "Seek 
Social Support" more. Relatively few carers used "Blamed Self" 
strategies.
Appraisal of Stroke.
80% of carers felt the situation (their-relative suffering a stroke) 
was one which "must be got used to". 10% felt it was a situation that
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had to be got used to but in addition felt they "had to hold 
themselves back from doing what [they] wanted". 10% of carers felt 
neither of these statements applied to their appraisal of the 
situation.
1.4 Psychological Adiustment/Wel1-being.
Table 9 shows that 40% of carers scored within the "mild" to "severe" 
range on the Anxiety and Depression Scale. The mode was 6, minimum 
scare was 0 and maximum score 20,
45% of carers had depression scores of 7 or above. The mode was 3, 
the range was 3-16.
Table 9.
Rating Numbers of carers Cin %)
Anxiety Depression
0 - 7  (No Depression or Anxiety) 60% 55%
7 - 11 (Mild) 20% 25%
11 + (severe) 20% 20%
1.5 Carers and Support From Services.
Information and support received.
This table shows that over half of all carers interviewed felt they 
had received no information or support from professionals regarding 
stroke.
45'% had received support; 20% in the form of written information; 15%
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had received "emotional support" and 10% had professional help and 
guidance in methods of rehabilitation.
Table 10.
Type of Information/Support Numbers of Carers (in %)
Received no information 55%
or Support 
Literature only 20%
Emotional Support/
Counselling 15%
Rehabilitation 10%
5% of carers reported having had no contact with named professionals 
since their relative's stroke. 80% had contact with 3 or more 
professionals. 15% reported meeting with 2 health-care professionals.
Extent of contact with Health-care professionals.
Table 11 shows the extent to which carers had contact with different 
named health-care professionals. 65% of carers had at least "some" 
contact with a health visitor or liason nurse following their 
relatives stroke.
Out of 10% of carers who reported contact with voluntary organisations 
(namely carer support groups and the Stroke Association) all had 
"quite a lot" of contact. No carer reported having contact with a 
clinical psychologist.
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Table 11.
Professional
Consultant 
Nurses
Physiotherapist 
Occupational Ther 
Clinical Psych.
Social Worker 
Health/Liason Nurse 35% 
Voluntary org. 65%
Other 90%
None
55%
20%
30%
70%
100%
65%
Numbers of carers 
A little Some Quite a lot 
25% - 15%
20% 20% 20%
20% 30%
15% 10%
10%
15%
30%
5%
20%
20%
10%
10%
A great deal 
5%
20%
20%
5%
5%
15%
5%
Requesting information.
85% of carers reported that since their relatives stroke they had not 
requested information or support from professionals or voluntary 
organisations. 15% had requested information or support.
Ideal information or support.
30% of carers said they needed no additional information (see Section 
C for representative comments). The remaining 70% said they would 
have liked more information and/or support.
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Table 12.
Types of Information/Support 
None
Literature on stroke 
Verbal information 
Emotional Support 
Counsel 1ing 
Réhabilitât ion 
Training in Rehab. 
Practical Assistance 
Voluntary Org.
Number of Carers (in%) 
30%
30%
10%
25%
5%
Satisfaction with the service.
Table 13 illustrates that 85% of carers were satisfied or very 
satisfied with the service they or their relative had received since 
the stroke. 10% were dissatisfied.
Table 13.
Level of Satisfaction 
Very Dissatisfied 
Dissatisf ied 
Don't Know 
Sat isf ied 
Very Satisfied
Number of carers (in %) 
5%
5%
5%
45%
40%
Emotional Support.
When asked who provided them, with most emotional support 80% of carers 
said their "relatives". 5% said "friends" and 15% said they received 
no emotional support whatsoever.
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SECTION B; RESULTS FOR HYPOTHESES POSTULATED IN CHAPTER 5 .
This section presents the results for the hypotheses postulated in 
Chapter 5. In addition it presents several results for matters 
explored in this present study for which hypotheses were not put 
forward .concerning: location of stroke and carers' levels of anxiety
and depression; degree of recovery and satisfaction with the service; 
length of time since stroke and levels of carers' anxiety and 
depression; carers' "Wishful Thinking" coping processes scores and 
levels of depression.
HYPOTHESIS 1: Carers using more problem-focused coping processes will 
request more information.
Pearsons Correlation statistics showed that there was no positive 
linear relationship between the carers using relatively more problem- 
focused coping processes and the amount of information they requested. 
Results from the 1-tailed correlation indicate that there is a 
significant negative linear relationship between the use of problem- 
focused coping processes and the requesting of information regarding 
stroke (r= -0.5156; p=<0.01).
HYPOTHESIS 2: Carers using more emotion-focused coping processes will 
need more reassurance and emotional support.
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Pearsons Correlation statistics show that there is no linear 
relationship between more frequent use of emotion-focused coping 
processes and the need for reassurance and emotional support 
(r=0.0918, ns).
HYPOTHESIS 3; Carers experiencing more burden will use more emotion- 
focused coping processes.
Pearsons Correlation statistics showed that there was no significant 
linear relationship between level of burden experienced by carers and 
the use of more emotion-focused coping processes. (r=0.0442; ns).
HYPOTHESIS 4: Carers of patients with left hemisphere damage are more 
likely to use emotion-focused processes and seek reassurance and 
emotional support.
T-test statistics showed that there was no significant difference 
between carers relative emotion-focused coping scores and site of 
patients lesion. ( t= -0.27; df 18; p=>0.05; ns).
Other matters explored in this study;
(i) Site of stroke and carers' levels of anxiety and depression.
T-test statistics showed that there were no significant differences 
between location of stroke and either carers' degree of (a) anxiety or
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(b) depression. ((a) t=-0.00 df 18; p=>0.5; ns (b) t=-0.09; df 18
p=>0.5;ns).
(ii) Degree of relatives recovery and satisfaction with the 
service.
Pearsons r statistics show that there is a significant linear 
relationship between these variables (r= 0.4824; p=<0.05).
(ill) Length of time since relatives stroke and levels of carers 
anxiety and depression.
Pearsons r statistics showed no positive linear relationship between 
length of time since stroke and increased levels of carers anxiety and 
depression (r =-0.0023; ns; r =0.0174; ns).
(iv) Carers' relative Wishful Thinking coping processes and levels 
of depression.
Pearsons r statistics show that there is a significant positive linear 
relationship between relative "Wishful Thinking" scores and scores on 
the depression scale, (r =0.5946; ns)
(v) Sex of carer and levels of anxietv and depression.
T-test statistics showed that there was no significant difference 
between the sex of the carer and their scores on the anxiety and
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depression scale. (Anxiety; t=0.02;df 18; ns, Depresion; t=-0.06; df 
18; ns).
(v) Past experience of stroke and relative use of emotion-focused 
and problem-focused coping processes.
T-test statistics show no significant difference between carers who 
have prior experience of caring for someone with a stroke and those 
without in their relative scores on both the emotion-focused and 
problem-focused coping scores (emotion-focused; t =-0.37; df 18; ns; 
problem-focused; t=0.34; df 18; ns).
SECTION C; ILLUSTRATIVE RESPONSES.
This section presents illustrative items from the responses of carers 
to the open questions, as asked on the "Information Questionnaire". 
(A full record of responses to open questions - and any additional 
comments made by carers during the interview - can be found in 
Appendix B).
QUESTION 4. "Ideally what more information or support would you have 
liked".
"None".
"I am desperate for counselling but don't know where to get help 
f rom".
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"I'd like to get her home and see if I can look after her. I*d like 
information about home support. I'm anticipating that someone will 
help".
"I think that too much information might be frightening".
"I'm bogged dovm with information....I liaise with the nurse and she 
answers all my questions".
"Carers should be offered support much sooner. You have to be at the 
end of your tether to get support".
"I'd have liked a general prognosis. Perhaps a brochure or booklet on 
stroke and it's consequences, I felt that I got lots of verbal 
information from doctors ..because of my profession Cpharmicistl . It 
would be benificial to offer counselling to some people".
QUESTION 6. "V/hat support or information that you have received has 
helped you most since your relative's stroke?".
"The nurses and doctors were helpful in answering my questions".
"None. There isn't anything helpful for anyone to say".
"I researched into it and got help from social workers..".
"I really regret not asking for help earlier. I didn't ask for help 
initially and he had extremely difficult behaviour...".
"Practical support, the nurse coming..."
"The occupational therapist...was very helpful",
ADDITIONAL COMMENTS FROM CARERS REGARDING INFORMATION AND SUPPORT 
RECEIVED.;
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"I sent off for Information on stroke, the G.P told me about the
Stroke Association".
"I sent for literature about stroke from the stroke association. My 
daughter is a doctors receptionist and she found out about it".
"The speech therapist at Kingston Hospital told me about a carers 
meeting".
"I had an interview with the geriatrician and she told me that my 
mothers prognosis was poor. I had no information on the causes or
consequences of stroke".
"Kingston Hospital gave me a booklet on stroke. It was very helpful 
and explained all about stroke. The nurses also told me to ask for my 
husband to have a C.T. scan".
"I didn't get any information but I know all about stroke. I did get
exercise videos from the Wolfsen where my husband went for
rehabilitation. He gets respite care sometimes which is organised by 
the psychiatrist..".
SUMMARY
Overall it was found that carers used a mixture of emotion-focused and 
problem-focused coping strategies. Carers who did use predominantly 
problem-focused strategies did not request more information than those 
using predominantly emotion-focused strategies. Carers using emotion- 
focused strategies did not request more emotional support, such as 
counselling, and did not seem to experience higher levels of burden. 
Site of patients stroke did not seem to influence carers' levels of 
anxiety or depression although carers satisfaction with the service 
was linked to the degree to which their relatives had recovered
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following the stroke. Carers who used more "Wishful Thinking" coping 
strategies had higher scores on the depression scale. There was no 
difference between male and female carers' levels of anxiety and 
depression, and past experience of stroke did not influence whether 
carers used predominantly emotion- or problem-focused coping 
strategies.
Comments from carers indicated that they would ideally like more 
information and support from professionals although they rarely asked 
for support. What help they had received they found helpful, but 
sometimes inflexible.
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CHAPTER 8.
DISCUSSION,
This chapter is divided into three sections. The first section will 
link in the results from this study with the hypotheses postulated in 
chapter 5. These will then be discussed in relation to the literature 
survey. The second section looks at the results from other matters 
explored in this study for which hypotheses were not advanced, that 
is: location of stroke and carers' levels of anxiety and depression;
degree of relatives recovery and carers' satisfaction with the 
service; length of time since stroke and carers' scores on anxiety and 
depression scales; carers' use of "Wishful Thinking" coping processes 
and their depression scores; carer gender and levels of anxiety and 
depression; past experience of stroke and carers use of emotion- 
focused and problem-focused coping processes. The final section in 
this chapter comprises a critique of the present study.
SECTION 1. HYPOTHESES.
HYPOTHESIS 1.
Hypothesis 1 stated that carers using more problem-focused coping 
processes will request and use more information. This was based on 
work by Vitaliano et al. (1985) and Lazarus and Folkman (1988), who 
suggested that people using more problem-focused coping strategies are 
more likely to require information. They suggest that this happens
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because the use of problem-focused coping strategies results in the 
appraisal of a stressful or threatening situation as something that 
is potentially changeable. However to change the situation the 
individual needs to have more information regarding the situation. 
The results from the statistical analysis do not lend support to this 
model. They indicate that carers in the current sample using 
relatively more problem-focused coping processes do not request more 
written and verbal information. Results indicate that there is a 
significant negative linear relationship between these two variables. 
The nature of this relationship is not clear from the results and it 
implies that either (i) carers problem-focused coping processes score 
increased as their information seeking behaviour decreased, or <ii) 
the more information sought the lower their relative problem-focused 
coping score.
Considering the literature reviewed for this study possible 
explanations for this include:
1). Carers using more problem-focused coping strategies in this study 
have less contact with professionals and therefore one could predict 
less opportunity for information seeking behaviour. Anderson's 
(1992) research confirms that generally carers reported very low 
levels of contact with professionals and therefore had little 
opportunity to seek information. Although the majority of carers in 
the current study had contact with at least 3 professionals few 
actually asked for information regarding stroke. Only 15% said they 
requested information from professionals although 70% said they would 
like more information, especially verbal Information and literature on
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stroke and it's consequences. Comments from several carers suggests
they felt, or expected, that receiving information should have been
an "automatic process". One carer reported that they and their family 
only took information that was "handed to them on a plate".
Work by North et al (1992), which examined information recall in 
cancer patients and carers, suggested that some individuals were 
unable to recall salient information from consultations with 
professionals. Although not directly commented on by carers in this 
study it is possible that some individuals are not recalling 
information that has been offered to them or already received.
2). Although no statistical evidence is provided by this study, it 
is possible that individuals using predominantly problem-focused 
coping strategies already have basic levels of information regarding 
stroke via indirect contact with stroke (victims and/or carers),
through friends or media coverage. In support of this several carers 
commented that they knew all they needed to know about stroke and that 
"professionals' can't help me". In contrast some individuals
indicated a preference to strike out on their own search for
information regarding stroke. For example, one carer said "I
researched into it myself". These people, although using
predominantly problem-focused coping strategies are arguably less 
likely to approach health care professionals for certain types of 
information.
Morris et al (1988) carried out a study looking at dementia sufferers 
and their carers and found that the availability of "informal support" 
was an important variable influencing choice of coping strategies. 
On the basis of this research it could be suggested that carers in
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this sample were getting more information and support from their 
informal supporters (friends, relatives etc). Several carers did 
comment that they had relatives working in the caring professions who 
gave them, or guided them in their search for, information.
3). As emphasised by Dunkel-Schetter et al (1992), people cope in 
multiple ways with the stressful aspects of illness. The present 
study shows that few carers used predominantly problem-focused coping 
strategies. One explanation of this might be that carers are getting 
sufficient emotional support from using the emotion-focused coping 
strategies, consequently prefering to request less information.
4). Work by Ludwick-Rosenthal and Neufeld (1993) suggested that there 
is an interaction between information based preparation and
dispositional desire for information . They found that when desire
for information and information provided were matched there was a 
reduction in anxiety and an increase in problem-focused coping
strategies. Carers from the current sample indicated that although 
there was a high level of desire for information little was actually 
requested or given. This mismatch would, according to Ludwick-
Rosenthal and Neufeld, result In the use of fewer problem-focused 
coping strategies
5). The majority of research and literature examining coping 
strategies and illness seems to focus on dementia. It is possible 
that the relationship between appraisal of the stressful situation, 
coping strategies decided upon and degree to which information is 
sought is more complex in the context of stroke. This puts under 
question the appropriateness of the coping model used for this study. 
The Lazarus and Folkman model of coping used in this study examines
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individuals' coping strategies in isolation. That is it does not 
provide a tool for evaluating the interaction between the carer and 
their wider family systems. In retrospect it would have been 
extremely useful to have had some measure of carers' engagement in 
the family and their beliefs and values regarding family roles.
Each carers' actions could then be understood within the context of 
the role they play in the family dynamics.
Social psychological research (for example Taylor and Lobel 1989) 
indicates that carers' will present with different help-seeking 
behaviour depending on whether they want to make "positive" or 
"negative" social comparisons. Carers would seek information 
regarding their relatives illness in order to make "downward 
comparisons" ( i.e. in an attempt to confirm that others are worse 
off) and seek emotional support to make "upward comparisons" i.e. to 
seek contact with people who have recovered from stroke).
In addition it would be useful to take into consideration carers' 
prefered coping and caring styles which are likely to have 
implications for choice of coping strategies. These might include 
whether the carer is for example overprotective or overcritical in 
their relationship with their relative. These factors might have 
implications for the way carers appraise and therefore cope with 
caring.
HYPOTHESIS 2 .
Hypothesis 2 stated that carers using more emotion-focused coping 
processes will need more reassurance and emotional support. According 
to Lazarus and Folkmans model of coping people using more emotion-
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focused coping strategies are likely to have appraised the stressful 
situation, in this case their relatives stroke, as one which must be 
accepted and got used to. As these individuals do not seek to 
actively change the situation but rather to reduce the amount of
emotional distress they experience, the model predicts that they , will
seek more emotional support than those individuals using relatively 
more problem-focused coping strategies.
Analysis of the results from the present research showed that there is 
no significant relationship between the use of emotion-focused coping 
and seeking reassurance and emotional support. This does not
therefore lend support to the model outlined above.
Possible explanations for this include:
1). Descriptive statistics from the present study indicate that 
carers used relatively high levels of "seeking social support" coping 
strategies. One would expect them therefore to have requested more 
emotional support from professionals. Carers' responses did suggest 
that they would ideally like more emotional support, but were not
requesting it. It is possible as suggested earlier, that carers are 
seeking and receiving emotional support outside the formal services,
2). Felton and Revenson (1992) found a link between the use of 
emotionally expressive coping strategies and low self-esteem. 
Although there is no direct evidence from the current study in support 
of this, it is possible that the sample of carers using predominantly 
emotion focused coping strategies, and having lower self-esteem, find 
it difficult to ask for emotional support from professionals. Several 
carers in this study complained of being "desperate" for emotional
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support, and in particular counselling, but had not approached 
professionals for the support.
3). Rothbaum et al (1982) believed that emotion-focused coping 
strategies were "fall back" coping strategies when problem-focused 
strategies were not effective. Although this is not widely supported 
in the literature reviewed it is possible that carers in this study 
had previously sought information and as a result of limited success, 
moved to the use of emotion-focused coping strategies. As mentioned 
earlier, Ludwick-Rosenthal and Neufeld (1993) suggest that when desire 
for support and actual support are not matched then the heavier is 
the carer's reliance on emotion-focused coping strategies.
Although there is limited clear evidence from this study regarding the 
relationship between (i) coping strategies, (ii) type and extent of 
information, and (iii) support requested, remarks made by carers 
indicated support for Mauss-Clum and Ryans' study (1981), which 
concluded that carers need clear explanation of the patients 
condition, realistic expectations for prognosis, and emotional support 
and counselling.
HYPOTHESIS 3.
Hypothesis 3 assumes that carers experiencing more burden will use 
more emotion-focused coping processes. This hypothesis was based on 
work by Lazarus and Folkman and Felton and Revenson which suggested 
that carers experiencing more burden, and therefore more psychological 
distress, will use more emotion-focused coping strategies.
Subjects were asked to rate their relatives' cognitive, behavioural
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and physical abilities and mood, both before and after the stroke. In 
addition they were asked to rate the degree to which they felt their 
relative had changed in general since the stroke and their level of 
recovery. Results showed that there was no significant relationship 
between the level of burden perceived by the carers in this study and 
the use .of emotion-focused coping strategies. Carers noted that the 
most significant changes to happen to their relative after the stroke 
occured in the category of 'physical ability'; that is, physical 
ability greatly decreased after the stroke. However, in general the 
descriptive statistics show that although there was evidence to 
suggest that abilities had decreased to some degree after stroke 
carers still rated their relatives' abilities as good.
Possible explanations for this include:
1). The literature suggests that personality changes in individuals 
being cared for will result in comparatively higher levels of 
perceived burden than would physical disabilities. In the current 
study carers reported physical abilities as being most affected in 
their relatives'. It is likely that carers would experience more 
burden, and use more emotion-focused strategies, if they had 
perceived their relative as having experienced greater personality 
changes. This study did not attempt to get an objective measure of 
patients' abilities although Borden (1991) reports that it is the 
carers' perception of severity of disabilities ,and not. actual 
abilities, that is important .
2). Oddy et al (1978) found that relatives of head injured patients 
rated increasing levels of severity in disability over time. As 
indicated earlier carers in the current study had relatives
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predominantly at the 1 month to 9 months post stroke stage. As these 
individuals are still at relatively early stages (hopes are high that 
treatment will succeed as fears and despair are pushed aside or 
denied) their severity ratings might be expected to increase over 
time, they will experience more burden and rely more heavily on 
emotion-focused processes. To clarify this it would be interesting 
to compare (i) the length of time since the relatives stroke, (ii) 
carers' level of burden, and (iii) types of problems carers 
complained of. Some carers have been caring for patients who had 
experienced a stroke 24 months previously. This could indicate that 
the patients are reaching the stages of 'acceptance' and 'adjustment' 
(Murrell et al 1983) and carers have moved towards more problem- 
focused coping.
HYPOTHESIS 4.
Hypothesis 4 postulates that carers of patients with left hemisphere 
damage are more likely to use emotion-focused coping processes and 
seek reassurance and emotional support. This was based on studies 
showing that patients with the site of stroke in the left hemisphere 
were more likely to show a catastrophic reaction whereas patients with 
right hemisphere site of lesion were equally likely to be depressed 
but with an indifference reaction. Results from this study show that 
there was no significant difference between carers emotion-focused 
coping scores and site of relatives' lesion.
Postulations for this finding include:
1). As mentioned earlier, it is possible that carers experiencing 
more burden are seeking emotional support from relatives and friends
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and not requesting it from professionals. Some carers demonstrated a 
certain lack of faith in the support services. For example, one carer
who explained their relative was depressed said they were "desperate 
for counselling". He also believed that carers needed to be "at the 
end of their tether" before they could get emotional support from 
professionals.
2). Murrell et al (1983) found that patients with chronic illness 
could be expected to experience symptoms of depression at certain 
stages of the illness. The relationship between Murrell et als' 
findings and the site of the lesion caused by stroke needs to be 
explored. Robinson's (1984) work indicated that it would be
necessary to look more precisely at the location of damage and actual
mood of the patient. She found that people with right - posterior
lesions were as likely to get depressed as those with left hemisphere 
lesions.
3). Carers' reaction to their relatives' affect as discussed earlier 
is likely to depend on degree and type of disability. If their 
relative is depressed then one would expect that the carer would need 
less emotional-support from services if physically the patient was fit 
and they had emotional support from informal sources.
4), Morris et al (1988) stressed the importance of the association 
between past and present levels of intimacy in dementia sufferers and 
their spouse carers. They found that lower levels of intimacy prior
to stroke was associated with higher levels of perceived strain and 
depression. Results from the current study show that the majority of 
carers reported having "very good" or "good" relationships with the 
relatives following the stroke although some carers felt their
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relationship had got worse. It is not clear from the statistics 
whether any relationships were rated as having improved since the
stroke. While most carers said they had good relationships people who 
did comment indicated they had experienced a dramatic change. For
example, one carer said "our relationship is a disaster now", another 
commented "I just care...we don't have a relationship".
5). As implied earlier, from the measures used it was not possible to 
generate a profile of patients mood or general cognitive functioning. 
However two carers mentioned relatives mood as being problematic. For
example one carer said "[she is] tearful..and on antidepressants": and
another "Che has] many health problems..depression and aggression".
SECTION 2 OTHER MATTERS EXPLORED.
This section looks at the results from other matters explored in the 
present study for which hypotheses were not advanced, that is location 
of stroke and carers' level of anxiety and depression; degree of 
relatives recovery and carers' satisfaction with the service; length 
of time since stroke and carers' scores on anxiety and depression 
scales; carers' use of "Wishful Thinking" coping strategies and their 
depression scores; carer gender and levels of anxiety and depression; 
past experience of stroke and carers use of emotion-focused and 
problem-focused coping strategies.
(i) Location of stroke and carers' level of anxiety and depression.
' This was explored by looking at carers' well-being in relation to
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the site of relatives lesion. As outlined earlier one would expect 
from the literature that patients with left hemisphere lesions 
resulting from stroke would have more risk or experiencing 
catastrophic affect and consequently carers could be expected to
experience greater anxiety and depression. No differences
between location of stroke and carers' degree of (a) anxiety or
(b) depression was found. However as stressed earlier no 
objective measure of patients' mood was obtained for this study. 
Scores for those caring for patients with left hemisphere lesions 
and right hemisphere lesions were similar (mean score of '6', that
is below the cut-off for the likelihood of symptoms of depression 
or anxiety). Some carers did score in the mild and severe range on 
the anxiety and depression scale (40% in anxiety, 45% in 
depression) indicating a large proportion of carers experiencing 
some degree of anxiety and/or depression. It is possible that thiis 
is related to other aspects of caring or multiple sources of stress 
(other than stroke). Possible mediating factors that the 
literature indicates would be interesting to investigate further, 
as outlined above are length of time since stroke and relationship 
to affect and mood, previous relationship quality and emotional 
support received.
(11) Degree of relatives r e c o v e r y  and carers satisfaciton with the
service.
Results from this study show that there is a significant 
relationship between relatives' recovery and carers satisfaction!
' with the service. From Murrell et als' (1988) "stages" model as
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the stroke patient progresses through the stages ( shock, 
confusion, denial, anger, acceptance and adjustment) and moves 
towards adjusting to the new situation. It is probable that as the 
patient recovers and moves towards acceptance and adjustment, they 
are less difficult to care for. As recovery progresses, or carers 
perception of degree of recovery, it is likely that (a) carers will 
be less reliant on formal services, (b) attribute patients recovery 
at least in part to good care and support from services, and (c) 
feel more satisfied with the service received. Work by Florian
et al (1989) indicated that adjustment in carers is more difficult 
if the head injury is more severe. Accordingly, if the injury is 
less severe recovery is likely to be more rapid and one would 
imagine that carers of less severely injured relatives would report 
being happier with the service. To evaluate this fully one would 
need to establish severity of the stroke and compare this with 
carers' reports of satisfaction.
According to Lezak's model (that is, characteristic stages 
families go through when there is a head injured member) predicts 
that between 0 -9 months - the early stages after stroke - it is 
more likely that carers or family members will feel relief that 
their relative has survived the stroke. This feeling of relief in 
the initial stages might be translated into feelings of gratitude 
and satisfaction with the service their relative has received. The 
majority of patients in this study (70%) had their stroke between 0 
and 9 months prior to their carers participation in this study.
The researcher noted that some of the carers visited at home who 
had very dependent relatives ( resulting from severe stroke) were
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very unhappy with the support they had recieved from formal
services. Carers did seem to be looking for explanations which 
blamed the policy makers rather than individual professionals they 
had (or had not had) contact with. For example one carer asked 
whether the lack of support was due to a "lack of resources",. One 
explanation for this might be that carers are reluctant to
complain about NHS input they have already received, especially 
relating this to an NHS employee. One carer said he was
satisfied with the nursing care his wife had received but was very
unhappy about the support he got. Generally although carers
indicated they were satisfied with the service for their relatives 
there were exceptions and the majority felt they could have been
offered, or had access to, additional support. It is a possibility
that carers felt able to cope with limited support if their
relatives stroke was less severe and they had low levels of other 
stressors (not necessarily related to stroke) but as soon as they 
experienced multiple difficulties they would have difficulty coping 
and be less satisfied with the support they received. In short 
there is a need to explore wider issues to establish levels of 
stress on the carer not primarily attributable to the caring role.
(iii) Length of time since stroke and carers' scores on the anxiety
and depression scale.
This was based on Lezak's (1986) model which suggested there was a 
relationship between the length of time since the relatives stroke 
and the emotional reaction of carers.
Results from this study show no such relationship.
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As mentioned above most carers were in early stages (0-9 months) of 
having to deal with stroke and are possibly not quite at the stage 
where they could be expected to be experiencing disillusionment or 
depression. Another possible explanation of these results, still 
utilizing Lezak's model) is that carers are at the "reorganisation 
and emotional and physical disengagement" stage. One would 
therefore expect lower levels of anxiety and depression if the 
carer is detatched from the situation. Comments from carers, for 
example "El'ml exhausted", and "El'ml too busy to do anything" 
indicate that they are understandably preoccupied with the caring 
role, consequently having little time to focus on themselves. The 
researcher noted that in addition to carers reporting feelings of 
exhaustion, some carers reported having no problems whatsoever with 
feeling anxious or depressed. This is surprising since although it 
is possible that some carers perceive positive aspects to caring 
realistically when the pressures of caring are taken into 
consideration carers are likely to experience some symptoms of 
anxiety or depression. It could be that some carers are actually
denying the extent of their distress.
Other variables which might influence carers' degree of anxiety and 
depression include; (a) the stage of recovery the patient is at
(Murrell et al 1988); (b) severity of disability following stroke (
Anderson (1992));and (c) whether the carer has had previous
experience of caring. Florian et al (1989) suggested it was the 
suddeness of the change of carers role following stroke that made 
adjustment difficult. It is possible that carers having previous 
experience of caring are able to adapt more easily to subsequent
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caring roles. One carer who participated' in the current study
reported caring for his schizophrenic wife as well as his mother
(the stroke victim). Other carers reported that the relative for 
whom they are caring had, prior to the stroke, physical or mental 
health problems to varying degrees. It is likely that .these
experiences will have implications for the carers' adjustment.
( i V ) Carers v.ushful "Thinking Coping" processes and levels of
depression.
Results from this study support the literature reviewed (for 
example, Tennen and Herzberger 1985) which suggested that the more 
"Wishful Thinking" coping strategies used the more likely and 
individual is to be depressed. This study shows that the more 
"Wishful Thinking" coping strategies used the higher the score on 
the depression rating scale. These results are contradictory to 
Borden's model which suggested that use of "Wishful Thinking"
strategies were positively linked to well-being. Descriptive 
statistics show that many carers in this sample used a relatively 
high proportion of "Wishful Thinking" strategies. Low levels of 
reliance on "Wishful Thinking" strategies might be helpful to some 
degree but greater reliance on these strategies may not be helpful. 
As indicated earlier other variables may mediate type of coping 
strategies used and carers' well-being including: severity of
stroke; level of family support; and lower perceptions of hope
(v) Sex of carer and levels of anxiety and depression.
Results show no significant difference between carers' gender and
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their levels of anxiety and depression. This supports Lazarus and 
Folkmans* (1988) finding that there are only minimal differences 
between individuals' gender when the encounter type is controlled. 
The majority of carers in this sample were female and it is 
possible that if a bigger sample was used one might, find 
differences. Borden (1991) has suggested that women are
accustomed to experiencing higher degrees of psychological 
distress than men and will therefore experience lower levels of 
anxiety and depression. He also argued that male carers are more 
likely to accept a caring role, feeling that it is now their turn 
to care, and are consequently able to put up with greater levels of 
distress. One (male) carer commented that he had been together 
with his wife ( the stroke victim) for so long that he would do
anything for her. However the researcher noted that some of the
!
male carers interviewed said they had a great degree of support 
from a female spouse or sibling.
<vi) Past experience of stroke and relative use of emotion-focused and
problem-focused coping strategies.
Results show no significant difference between use of coping 
strategies and whether or not carers have past experience of 
stroke. 40% of carers interviewed had some prior experience of 
stroke. One would predict that either (a) past experience of 
stroke ensures greater exposure to information and more reliance on 
emotion-focused coping strategies; or (b) if the carer has had
contact with someone who has recovered from a stroke in the past
one would expect them to perceive the emotional and physical
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consequences of stroke as changeable and actively attempt to 
provide what they feel will help. This indicates a need to
elicit details from carers regarding the extent of their contact 
with services prior to their relatives stroke; and explore their 
past experience of caring and their perception of the impact of 
this on their current coping strategies.
SECTION 3 CRITIQUE OF THE PRESENT STUDY.
This final section outlines several ways in which the present study
may be improved upon and suggests ways in which further studies in 
this area could be developed.
1. Greater sample size.
Ideally any future study should aim to increase the number of
respondents in the sample. Limitations in this study include: (a)
the sample not being an homogeneous group in respect to whether 
stroke patients were in hospital or at home at the time of their 
carers participation in the study. One would expect this to have 
Implications for need for support, information and carers' 
perception of burden; (b) carers predominantly being aged over 60. 
It would be interesting in future studies to compare the coping 
strategies used by younger and older carers and would allow 
investigation of their relative needs and preferences for 
information and support.
2. Talking to formal staff helping to care for stroke patients.
To achieve a broader perspective future studies in this field could
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ellclt the views of formal health care professionals on (i) type 
and extent of information and support requested, (ii) their 
perceptions of how relatives cope with stroke; and (iii) how they 
feel services to carers could be improved.
3. Investigate services across hospitals.
The current study focused on carers who had contact with one of 
three hospitals within the Kingston and Esher Health Authority. 
There was no specialist unit in the district. An evaluation of 
coping strategies used by carers with relatives being cared for in 
a specialist and those who had no contact with a specialist unit 
would allow interesting comparisons.
4. Objective measures of patients functioning.
5. Levels of emotional support away from formal services.
Future studies should investigate (i) extent and quality of 
emotional support outside formal services; (ii) the role of 
faith/religion in carers' choice of coping strategies, and (iii) 
carers' confidence in asking for information and support from 
formal services.
There are several reasons why these potentially informative areas were 
not incorporated into the current study;
1). Researchers time constraints;
2). Limited access to resources;
3). Availability of fewer subjects than predicted during initial 
consultations with professionals.
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CONCLUSIONS AND RECOMMENDATIONS
The aims of this study were to explore carers' coping strategies and 
obtain an insight into the information and support they received from 
(i) health care professionals and (ii) support services (including
voluntary agencies). It was hoped that this would provide 
recommendations for improving the provision of appropriate support for 
carers.
The appropriateness of services should be seen in terms of the degree 
to which they meet the needs of carers and the extent to which
limited resources are concentrated around the issues that matter to 
the patients and their carers.
What follows are the conclusions drawn from this study in relation to 
the above issues. Within this section are recommendations which it 
was felt would help shape services.
One important need that was identified was the need for information. 
Carers' comments indicated the need for written and verbal information 
regarding stroke and its consequences; prognosis and rate of recovery; 
services available and what they can do to help themselves as well as 
access to emotional support. There seemed to be no systematic effort 
to inform carers.
It is clear from the results of this study that carers, although
reluctant to ask professionals for information and support, ideally
would have liked (a) more written information regarding stroke and its 
consequences; and (b) more opportunity for emotional support such as 
counselling and practical support in the form of rehabilitation of 
their relative.
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As carers failed to request information and support it would seem 
appropriate that services should aim to provide carers with a choice 
of interventions and or information and support available to them. 
Results from this study suggest that carers use a mixture of emotion- 
focused and problem-focused coping strategies. Services should 
therefore provide access to, and encourage them to use, both emotional 
support and information regarding stroke and its consequences.
Comments from carers highlight the need for (i) increased awareness of 
and access to, the health care professionals and voluntary agencies 
that might be involved in the care of their relative; (ii) more 
coordinated care and communication between professionals and (iii) 
communication between services involved in their care.
These procedures are most likely to be provided by a specialist stroke 
unit where input can be structured.
The provision of information and support will depend on individual 
carers circumstances and preferences. However, advice, information 
and support and encouragment to request Information should be central 
to strategies to enhance the quality of life and coping of carers. 
The need for staff to identify preferences for information and 
preferences for caring is apparent.
Carers indicated they had a range of concerns but had rarely had the 
opportunity to discuss these with professionals.
Although generally satisfied with the services their relative had 
received carers were unhappy with the limited support available for 
themselves and the coordination of the support they did receive: 
Services provision should become more flexible and communication
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between professionals improved.
In summary, with the limited funding available to service developers 
and with the increase in emphasis on community care policies for the 
support of stroke patients and their carers, more effective and 
coordinated provision of information and support is likely to be most 
effectively delivered through a specialist stroke unit.
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WAYS OF COPING QUESTIONNAIRE (revised)
This questionnaire asks about how people cope with caring for relatives or 
friends who have recently had a stroke. It lists different ways of coping 
that you might use.
I am interested in how you try to cope with your relative's stroke.
In general do you think that caring for your relative is a situation that:
(a) you could change or do something about? yes / no
(b) must be accepted or got used to? yes / no
(c) you needed to know more about before you could act? yes / no
(d) you had to hold yourself back from doing what you
wanted to? yes / no
Please read each way of coping listed on the following pages and put a 
circle around the number which shows how much you use it when caring for 
your relative after their stroke.
For example: Question 7.
If you kept your feelings to your self in the situation, you would put a 
circle around 1 which comes under the 'used somewhat' heading.
not used used
somewhat
used 
quite a 
lot
used a 
great deal
7.Kept my feelings to my self
PLEASE ANSWER ALL QUESTIONS.
not used used
somewhat
used used a
quite a great deal 
lot
1. Bargained or compromised to 
get something positive from 
the situation.
2. Talked to someone to find out 
about the situation.
3. Criticized or lectured myself. 0
4. Tried not to burn my bridges 0 
behind me, but left things
open somewhat.
5. Hoped a miracle would happen 0
6. Went on as if nothing had 0 
happened.
—not used used used
somewhat quite a 
lot
used a 
æreat deal
7. Kept my feelings to myself. 0 1 2 3
8. Slept more than usual. 0 1 2 3
9. Got mad at the people or 
things that caused the 
problems.
0 1 2 3
10. Accepted sympathy and 
understanding from someone.
0 1 2 3
11. Tried to forget the whole 
thing.
0 1 2 3
12. Got professional help and 
did what they recommended.
0 2 3
13. Changed or grew as a person 
in a good way.
0 1 2 3
14. Made a plan of action and 
followed it.
0 1 2 3
15. Accepted the next best thing 
to what I wanted.
0 1 2 3
16. Realised I brought the problem 
on myself.
0 1 2 3
17. Came out of the experience 
better than when I went in.
0 1 2 3
18. Talked to someone who could 
do something about the problem.
0 1 2 3
19. Tried to make myself feel 
better by eating, drinking, 
smoking, taking medication.
0 1 2 3
20. Tried not to act hastily or 
follow my own hunch.
0 1 2 3
21. Changed something so things 
would turn out all right.
0 1 2 3
22. Avoided being with people 
in general.
0 2 3
23. Asked someone I respected 0 1 2 3
for advice and followed it.
■8k.-
not used used
somewhat
used 
quite a 
lot
used a 
great deal
24. Kept others from knowing how 
bad things were.
25. Talked to someone about how 
I was feeling.
26. Stood my ground and fought 
for what I wanted.
27. Knew what had to be done, so 
I doubled my efforts and 
tried harder to make things 
work.
28. Refused to believe it had 
happened.
29. Came up with a couple of 
different solutions to the 
problem.
30. Accepted my strong feelings, 
but didn't let them interfere 
with things too much.
31. Wished that I could change 
what had happened.
32. Wished I could change the 
way I felt.
33. I changed something about 
myself so I could deal with 
the situation better.
34. Daydreamed or imagined a 
better time or place.
35. Wished the situation would
go away or somehow be finished.
36. Had fantasies or wishes about 
how things might turn out.
37. Concentrated on something 
good that could come out 
of the whole thing.
38, Blamed myself.
- m  -
not used used used used a
somewhat quite a great deal 
lot
39. Wished I was a stronger 0 1 2  3
person, more optimistic and
forceful.
40. Felt bad that I couldn't 0 1 2 3.
avoid the problem.
41. Just took one step at a time. 0 1 2  3
42. Thought about fantastic or 0 1 2 3
unreal things (like perfect
revenge or winning a million 
pounds) which made me feel 
better.
ANXIETY AND DEPRESSION SCALE
N A M E : .......................................................................................  DATE: .........................
Emotions play an im portant part in most illnesses. I f  your therapist/nurse knows about these 
feelings s /he  w ill be able to help you more.
This questionnaire is designed to help your therapist/nurse to know how  you feel. Ignore the 
numbers prin ted on the le ft o f the questionnaire. Read each item and u n d e rlin e  the reply 
which comes closest to how  you have been feeling in  the past week.
Don't take too long over your replies; your immediate reaction to each item w ill probably be 
more accurate Ilian a lun j; llioug iil o iil rcsj>(»MS<*.
A
3
2
1
0
3
2
1
0
A
3
2
1
0
A
0
1
2
3
I feel tense of 'wound up':
Most of the time
A lot of the time
From time to time, occasionally
N ot at all.
I s till enjoy the things I used to enjoy: 
Definitely as much 
Not quite so much 
Only a little  
Hardly at all
I get a sort of frightened feeling as if
something awful is about to happen:
Very definitely and quite badly 
Yes, but not too badly 
A  little, but it  doesn't w orry me 
N ot at all
I can laugh and see the funny side of things: 
As much as I always could 
N ot quite so much now 
Definitely not so much now 
N ot at all
W orry ing  thoughts go through my m ind:
A  great deal of the time 
A lot of the time
From time to time but not too often 
Only occasionally
1 feel cheerful:
Not at all 
Not often 
Sometimes 
Most of the time
1 can sit at ease and feel relaxed:
Definitely 
Usually 
Not oiten 
Not at all
DA
0
1
2
3
A
3
2
1
0
A
3
2
1
0
I feel as if  I am slowed dow n 
Nearly all Ihe time 
Very often 
Sometimes 
Not at all
I get a sort of frightened feeling like
'butterflies' in the stomach:
N ot at all 
Occasionally 
Quite often 
Very ollen
I have lost interest in m y appearance: 
D efin ite ly
I don 't take so much care as I should 
I may not take quite as much care 
1 take just as much care as ever
I feel restless as if  I have to be on the move: 
Very much indeed 
Quite a lot 
N ot very much 
N ot at all
I look forward w ith enjoyment to things: 
As much as ever I d id  .
Rather less than I used to 
Definitely less than I used to 
1 lard ly at all
I get sudden feelings of panic:
Very often indeed 
Quite often 
Not very often 
N ot at all
I can enjoy a good book or radio or
TV programme:
Often
Sometimes 
N ot often 
Very seldom
N ow  check that you have answered a ll the questions.
epression Score: 0 - 7 = not depressed; 8 -10 = borderline/doubtfu l;
11+= definitely depressed 
nxie ly Score: 0 - 7 = not anxious; 8 - 10 = borderline/doubtfu l;
11+'= definitely anxious
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INFORMATION QUESTIONNAIRE
(Introduction)
A. Information/support.
(1). What information and/or support bave you received from 
profesionals since the stroke?
(2). How much contact have you had with professionals since the 
stroke?
(3). How helpful were the different kinds of information and/or 
support you received?
(4). Did you request any information or support from professionals?
(5). Ideally what (more) information or support would you have liked?
(6). Overall, how satisfied are you with the services you have 
received?
B. Severity of stroke/perception of burden.
(7). Following the stroke how would you rate your ..............
current functioning or abilites in the following areas:
a. general memory and thinking abilities;
b. behaviour (incontinence, aggressive behaviour etc.);
c. emotions (mood);
d. physical.
(rate for 'before stroke' and 'after stroke')
(8). What is your overall rating of the changes/recovery since the 
stroke?
C. Other details.
(9). Carer:
a. age
b. sex
c. relation to stroke patient
e. quality of relationship (has quality of relationship changed 
since stroke?)
f .  carer's support system (friends etc).
(10).Stroke patient:
a. age
b. sex
• c. localisation of stroke
d. length of time since stroke
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e. number of previous strokes
f. where currently living
D. Comments from carer,
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INFORMATION QUESTIONNAIRE(structured interview)
A. INFORMATION/SUPPORT
1). What information or support have you received from professionals since 
the stroke?
1.1 literature on stroke
1.2 verbal information
1.3 counselling, psychotherapy, stress management, emotional support
1.4 rehabilitation of the patient
1.5 training in methods of management and rehabilitation
1.6 practical assistance (respite care, home care, day care etc)
1.7 other e.g. self-help/voluntary organisations
1.8 none
Comments: (which professional?)
2). How much contact have you had with professionals since
2. 1 consultant and/or doctor 1 2 3 4 5
2.2 nursing staff 1 2 3 4 5
2.3 physiotherapist 1 2 3 4 5
2.4 occupational therapist 1 2 3 4 5
2.5 clinical psychologist 1 2 3 4 5
2.6 social worker 1 2 3 4 5
2. 7 health visitor/1iason nurse 1 2 3 4 5
2.8 voluntary organisations 1 2 3 4 5
2.9 other......................... 3 4 5
None............... a great deal
3). Did or have you requested information or support from professionals? 
3, 1 no
3.2 yes................if yes, what information/support did you request?
3.2.1 literature on stroke
3.2.2 verbal information
3.2.3 counselling etc.
3.2.4 rehabi1itaion of the patient
3.2.5 training in methods of rehabilitation and management
3.2.6 practical assistance (respite care, home care, day care etc)
3.2.7 other e.g. self-help/voluntary organisations
4). Ideally what more information or support would you have liked?
-90-
4.1 lit.
4.2 verbal info.
4.3 counselling
4.4 rehabilitation
4.5 training
4.6 practical assistance
4.7 other
5). Overall how satisfied are you with the service received so far?
5.1 very dissatisfied
5.2 dissatisfied
5.3 don't know
5.4 satisfied
5.5 very satisfied
6). What support or information that you have received has helped you most 
since your relative/friends stroke?
B. SEVERITY OF STROKE/PERCEPTION OF BURDEN
7). Following the stroke how would you rate your relative/friends 
abilities in the following areas:
Before After
7. 1 Cognition
(memory, thinking abilities) 1 2 3 4 5  1 2 3 4 5
comments:
7.2 Behaviour
(withdrawn, sex. disinhibition etc) 1 2 3 4 5  1 2 3 4 5
comments:
7.3 Mood
(depression etc) 1 2 3 4 5  1 2 3 4 5
comments
7.4 Physical
(incontinence, weaknesses etc) 1 2 3 4 5  1 2 3 4 5
comments:
8). Overall how much do you think your relative/friend has changed since 
the stroke?
. 1 2 3 4 5
Not at all..........................A great deal
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9). How would you rate your relative/friends recovery so far since the 
stroke?
1 2 3 4 5
No recovery......................... Full recovery
Comments:
C. OTHER DETAILS
CARER
10). Age?
11). Sex?
1. M 2. F
12). Relation to stroke patient?
1. 0-20
2. 21-40
3. 41-60
4. 61-80
5 . 81 +
13). Quality of relationship?
13.1 Before stroke
13.2 After stroke 
Comments:
1. daughter
2. son
3. husband/male partner
4. wife/female partner
5. sibling
6. friend
7. other
1 2 
very poor....
4 5
.... extremely good
1 2 
very poor....
4 5
.... extremely good
14). past experience of stroke?
14.1 yes
14.2 no
15). Who provides you with emotional support?^
15.1 relatives 15.2 friends 15.3 neighbours 15.4 other support grp
15.5 other 15.6 none of above
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STROKE PATIENT 
16). Age? 1. 0-20
2. 21-40
3. 41-60
4. 61-80
5. 81+
17). Sex?
1. M 2. F
18). length of time since (last) stroke?
19). Previous strokes?
18.1 yes
18.2 no
20). (from notes)
Localisation of stroke
1. 0-3mths
2. 3-9mths
3. 9-24mths
4. 24mths plus
20.1 left hemisphere.,
20.2 right hemisphere,
COMMENTS
e.g. other problems not related to stroke.
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OPEN QUESTIONS FROM INFORMATION QUESTIONNAIRE.
QUESTION 1
'What information or support have you received from professionals
since the stroke?'
"The stroke association..sent me a television programme - a video on 
stroke and 8 pamphlets, after I contacted them. I was told about them 
by the carers' support group coordinator." (2)
"I sent off for information on stroke, the G.P told me about the
stroke association" (3).
"The doctor told us it was a slight stroke and she went into Kingston
hospital but she was sent back home. The G.P was worried and sent her
back to Kingston hospital"(4).
"I sent for literature about stroke from the stroke association. My 
daughter is a doctors'receptionist and she found out about it" (5).
"We've had no contact wi th the G.P." (7).
"Through friends 1 found out about the Chest,- Heart and Stroke 
Association and sent for leaflets about stroke" (8).
"The speech therapist at Kingston hospital told me about a carers 
meeting:" (8).
"I had an interview with the geriatrician and she told me that my 
mothers prognosis was poor. I had no information on the causes or
- n n I a r. < ijr-. c r c f r ok (Q )
"The speech therapist gave me a speech board to help with her .speech 
problems. My sister is a nurse so she knew about stroke. She can 
help with caring for rny mother at home." (11.).
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"Kingston Hospital gave me a booklet about stroke [from nurses] it was 
very helpful and explained all about stroke. The nurses also told me 
to ask for my husband to have a C.T scan." (12)
"I just picked up a couple of leaflets from the hospital." (13)
"My husband was not initially hospitalised. My G.P referred him to a 
specialist in Harley Street for a brain scan because there was a one 
year wait. In the meantime he saw a consultant psychiatrist in Hawton 
Hospital and she referred him to Atkinson Morleys hospital. The 
consultant psychiatrist gave me a booklet 'Who Cares'. It was 
useful." (14)
"My husband did not want to know about voluntary organisations because 
he could not see the benefit in talking to people in the same state." 
(14).
"I did write a letter to the consultant requesting information 
regarding interacting with my husband [when he was aggressive] whether 
to humour him or correct him." (14)
"Verbal information from doctors consultants etc. The G.P also 
referred us to a counsellor but they weren't able to help. We had a 
lot of information and support from our daughter, she's an 
occupational therapist. We got some information from the stroke 
organisation but I couldn't concentrate on it. My daughter pushed for 
advise and support. Moone ever showed me how to lift or move my 
husband." (15).
"I didn't get any information but I know all about stroke. I did get
exercise videos from the Wolfsen where my husband went for 
rehabilitation. He gets respite care sometimes which is organised by 
the psychiatrist. He was sent from Kingston Hospital to the Wolfsen 
rehabilitation centre. He gets three days a week at Tolworths Oak Day 
Centre." (17)
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"I got information from the stroke association, the physiotherapist at 
Kingston Hospital told me about it. She also told me about the carers 
association." (18)
"I was given a booklet from Kingston Hospital on stroke ['Recovery 
from Stroke Number 3']. The G.P told me to be patient." (19)
"She was in Atkinson Morleys Hospital and the consultant there told us
about stroke and that it resulted in brain damage. We got no written
information at all. The nursing staff were excellent and they gave me
information on multi-infarcts" (20).
QUESTION 2
'How much contact have you had with professionals since the stroke?'
"I 'phoned the coordinator of the Carers' Support Group after seeing 
the name on the notice board on the ward. He seemed helpful but 
nothing came of it". (2)
"My own G.P has been excellent and the district nurse. My husband 
goes to the stroke support group. The physiotherapist told us about 
the stroke support group." (12)
"The G.P referred him to a physiotherapist." (14)
QUESTION 3
'Did or have you requested information or support from professionals?' 
"Just asked the Doctor how he was getting on" (1)
"the district nurse has been most helpful. The physiotherapist was 
not good - too few sessions. Had Infrequent visits from home
care" (5).
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"I thought getting information was an automatic process" (5).
"I had training from the speech therapist at Charing Cross hospital 
[where treated previously] and an occupational therapist came and 
helped with bathroom facilities" (7).
"We only took information handed to us on a plate" (14).
"Yes, we asked for practical advise and help, advice on management in 
the future" (15).
Question 4
'Ideally what more information or support would you have liked?'
"None" (1)
"I am desperate for counselling but don't know where to get help from."
(2)
"[information on] the consequences of stroke and how it affects 
relationships" (3)
"I'd like to get her home and see if I can look after her. I'd like 
infrormation about home support, I'm anticipating that someone will 
help" (4).
"I think that too much information might be frightening"(5).
"I'm bogged down with information, I know that stroke takes time. I 
liase
with the nurse and she answers my questions" (6).
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" Ideally there could have been more contact between the specialists 
who treated her at Charing Cross hospital and here CTolworth 
hospi tall" (7).
"I would like one day a week respite care" (8).
"Carer's should be offered support much sooner. You have to be at the
end of your tether to get support," (9).
"Only help needed to get my mother better, .. If there is no cure it's 
no good going to classes or groups etc....I would have liked 
information on level of awareness" (9).
"I'd have liked a general prognosis. Perhaps a brochure or booklet on 
stroke and it's consequences. I felt that I got lots of verbal 
information from doctors and S.H.O's because of ray profession 
[pharmicist] . It would be beneficial to offer counselling to some 
people" (10).
"Cl would have liked] advice regarding what to do with ray mother, what 
to give her what not to give her etc. She smokes and I would have 
liked to know whether she should stop. It would have been helpful to 
have had some written information about stroke. It would help to have
my mother at home for a trial period to .see if we needed exra help."
(11).
"We are quite happy with the care. No other information would have 
helped. People have been fair and open with us. Although some 
information on what to expect after a stroke would have been useful. 
My sons pestered the doctors to find out information about stroke." 
(12)
"More communication between professional, when someone says they will 
provide support will they keep their word. For example the 
occupational therapistsaid she would send someone to asess ray wife for 
a toilet downstairs. Noone has been yet," (13)
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"I have had information given to me. I feel comfortable asking
questions and the district nurse is good at answering them" (14).
"No time to attend carers groups, I don't want to listen to other
peoples problems. It would be useful to have had a session of
explaining how to get my husband cut of bed, into his ctia I r and
dressed, Î find it difficult to cope with the physical stuff." (15)
"Speech therapy". (16)
"I didn't know how to get pensions etc. I don't feel that information 
about stroke would have been very helpful, or emotional support. I do 
feel isolated because I can never go out and leave my husband. I 
can't go to Weybridge to the support group because there is noone to 
look after my husband." (17)
"When my husband first came out of hospital it would have been helpful 
to have home help and nursing care ready for him, instead there was a 
delay of about one month when I had to cope on my own." (18)
"Nothing" (19)
"Not really concerned about it. I've seen the consultant once and the 
doctor several times and I don't think they could help any more. 1 
went to a meeting at the hospital to discuss the discharge of my wife. 
I was told that she would never improve and the doctor said that he 
didn't think that I would be able to cope, he said I should put her in 
a nursing home. I said I would never do that." (20)
QUESTION 5
'Overall how satisfied are you with the service received so far?' 
"I didn't realise that strokes take so long" (1)
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"Very satisfied [with the service] for my wife although they were 
short-staffed, but for me terrible, I got no support" (2)
"Perhaps I should have asked for more support" (3)
"I feel he's well looked after by the staff" (6).
"Satisfied but I think that Kingston and Esher should have a 
specialist unit for sroke patients." (10)
QUESTION 6
'What support or information that you have received has helped you 
most since your relatives stroke?'
"The nurses and doctors were helpful in answering my questions. The 
G.P hasn't contacted me which I'm annoyed about". (2)
"I'm happy with the way they are looking after her" (4).
"The explanation of how the catheter works, what it's like etc really 
helped to relax her" (5).
"Nothing, I haven't received any information" (7).
"None. There isn't anything helpful for anyone to say" (9).
"I researched into it and got help from social workers at Guildhall"
(10).
"The home care assisstants were very helpful, getting him out of bed 
and helping him to get dressed. The only problem was that they never 
came at the same time and we weren't sure when they would arrive" 
(12).
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"All talk and no practical help although the frozen meals that we get 
are helpful" (13).
"I really regret not asking for help earlier. I didn't ask for help 
initially and he had extremely difficult behaviour. Practical help is 
useful, getting him up in the mornings and back to bed." (14)
"Help with incontinence at night, the continence nurse helped. The 
help we get from the home care people is useful but they are so 
unpredictable" (15)
"Practical support, the nurse coming and seeing to her bad leg. A 
girl comes in the morning to wash her and help her with breakfast 
etc." (16)
"Going to the Wolfsen Centre was most helpful and getting help with 
lifting etc." (17)
"The occupational therapist at Kingston Hospital was very helpful, she 
helped with providing different aids such as ramps and grips and a 
seat for the bath" (18)
"I've had lots of support from the nurse who visits twice a day. Her 
case manager is very helpful and I get support from home care" (20).
QUESTION 7
'Following the stroke how would you rate your relatives abilities
"He is very irritable" (6).
"Her memory is good but she has speech problems and difficulties with 
walking" (7).
"Mobility is a problem" (8).
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"Varied. Sometimes she was uptight sometimes nasty.” (9)
"Tearful, she's on antidepressants." (10).
"She is slightly withdrawn now and very anxious since the stroke"
(11).
"Memory poor, his physical disability is a problem." (12).
"Language problems, she's a cabbage now" (13).
"Many health problems PTSD from his experiences during the war and now 
Tinnitus, rashes and depression and aggression. Sometimes I am
concerned that he will hurt someone." (14).
"Uptight, no communication, tetchy and irritable, night-time 
incontinence" (15).
"Speech is a real problem" (16)
"He is heavily sedated. His memory is very poor and he has
delusions." (17)
"His speech is poor, he is depressed, he has angina but is able to
walk with a stick for small distances." (18).
"Memory is a real problem" (19)
"Her memory fluctuates and she hallucinates. She has no feeling in 
her legs below her knees." (20)
QUESTION 13
'Quality of relationship before and after stroke?'
"[Our relationship is al disaster now. He criticises me" (3).
102-
"It's difficult to have a relationship. I just care for her all the 
time, she's very demanding" (13).
"It varies, sometimes he talks to me sometimes he just calls me 
names." (14)
COMMENTS
"My wife has had only minimal recovery.... my sister had a moderate 
stroke and recovered in weeks so it's been disappointing with my
wife's slow recovery..I miss my family around me..I haven't been on my 
own for 70 years..I seem to have lost my concentration" (2).
"I have been caring for ray wife too [schizophrenic] but this is
totally different, the psychological aspects of caring are not in the 
same street" (9).
"Previously they [doctors] had said that it was Bells Palsy but the 
G.P said it was a stroke. They told me that there was no treatment, 
just nursing. Although I've had no written information on stroke the
nusing care is of a very high standard." (9).
"My clinical training [pharmicistl has helped me cope with this"
(10).
"He was in hospital for one month. Initially he had speech problems 
and was very muddled but this got better in three weeks. It would 
have been useful to have known what to expect with his speech." (12)
"I've often approached professionals for help but none has been
forthcoming. Is this due to lack of resources? I have also been
given information that has not been correct, for example the G.P told
me that my wife had a frozen shoulder but when she was seen later by 
an orthopaedic surgeon he said it was dislocated." (13)
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"I get very tired, physically exhausted by the practical aspects of 
care. We can't go out together any more, I've got no energy and I 
can't lift the wheelchair into my car." (15)
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a p p e n d i x  c,
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CONSENT FORM (PATIENT)
I am carrying out a piece of research as part of a Masters Degree in 
Clinical Psychology. The aims of the study are:
1) to establish the type and extent of information regarding stroke that 
carers' of stroke patients receive;
2) to look at the methods carers' use to cope with the stroke.
I would like to talk to the relative or friend that gives you most help or 
support. All the information discussed with them would be treated as 
confidential and no names will be used in the writing up of this study. 
Please would you read the statement below and sign your name if you do not 
mind me talking to your relative or friend.
I (name).... 
of (address)
hereby consent to the investigator (Anna Iwnicki) talking to my relative
/friend (name)................................................................
The nature and purpose of the investigation have been explained to me and 
any questions I wished to ask have been answered to my satisfaction.
Signed,
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CONSENT FORM FOR PARTICIPATION IN RESEARCH PROJECT (CARER)
Ivestigator: Anna Iwnicki, trainee Clinical Psychologist
Supervisors; Ms S. Webb, Chartered Clinical Psychologist and Dr S. Wilson, 
Neuropsychologist
Outline explanation:
The aims of this study are to establish:
1). the type and extent of information received by carers' of stroke
patients regarding stroke and it's consequences etc.;
2). what information has been or would be useful; and
3). to look at the methods used by carers' to cope with the stroke.
Procedure:
During an interview lasting approximately 45 minutes I will ask you a 
series of questions regarding information and support you have received so 
far. In addition you will be asked to complete two short questionnaires. 
One looks at how you have coped with the stroke and it's effects on your 
relative or friend while the second asks about your current mood.
Conf identialIty:
All the information discussed in this interview will be treated as 
confidential. Your name will not be used at any stage in this study. 
However with your consent I will be contacting your G.P. to inform him-that 
I have spoken to you today as part of my research project.
I (name).... 
of (address)
hereby consent to take part in the above investigation, the nature and 
purpose of which have been explained to me. Any questions I wished to ask 
have been answered to my satisfaction.
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Dear Dr
Re:
As part of an MSc Clinical Psychology research project I am interviewing 
informal carers of people who have recently had a stroke. The aim of the 
study is to explore their coping strategies and the Information they have 
received regarding stroke, how helpful it has been and what additional 
support they would find useful. The research proposal has been passed by 
the Ethical Committee at Kingston Hospital.
I am writing to inform you that I have interviewed the individual named 
above today after obtaining their consent. At the end of the interview, 
which Involves completing several questionnaires, I gave them a list of 
names and addresses that they might find useful. This includes their G.P., 
staff on the ward that helped care for their relative, support groups such 
as the Carers' National Association and useful publications.
Please contact me if you would like more information regarding this 
project.
Yours sincerely
Anna Iwnicki
Psychologist in Clinical Training
Supervised by Sue Webb, Chartered Clinical Psyhologist (Kingston and Esher 
Health Authority) and Dr Sarah Wilson, Neuropsychologist (University of 
Surrey).
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USEFUL NAMES AND ADDRESSES
Following our discussions today, if you feel that you would like to talk to 
someone for more support or advice regarding your relative/friend, here 
are some names and addresses that might be of use:
1. Your General Practitioner
2. Staff on the ward that helped care for your relative immediately 
after their stroke, for example, consultant, nursing staff, 
physiotherapist, occupational therapist, clinical psychologist, 
social worker, health visitor etc.)
3. Support groups:
Chest, Heart and Stroke Association 
4th Floor, Tavistock House North 
Tavistock Square 
London WCIH 9JE•
Tel. 071 387 3012
Carers National Association 
29 Chilworth Mews 
London W2 3RG 
Tel. 071 724 7776
British Association for Counselling 
37a Sheep Street 
Rugby Warwickshire CV21 3BX 
Tel. 0788 78328/9
Headway (National Head Injuries Association)
200 Mansfield Road 
Nottingham NGl 3HX 
Tel. 0602 622 382
4. Books
'Caring at Home' by Nancy Kohner published by the Kings Fund 1989 
(£5.78). From the Kings Fund Centre, 126 Albert Street, London NWl 7NF 
tel. 071 267 6111.
'Caring Together: Guidelines for carers' self-help and support groups' 
by Judy Wilson published by the National Extension College and Kings 
Fund 1988. @ £3.95.
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ABSTRACT
A study was carried  out to look at the models used by s t a f f  on a 
stroke un it to shape the information they gave to carers. In  
p a r t ic u la r ,  the study looked at whether s t a f f  used an 
In te rac tio n a l or D e f ic i t  Model to shape th e i r  inform ation-  
giving, and what models they used to shape the aspects of stroke  
about which they informed carers. I t  was hoped tha t th is  would 
assist in the development of a systematic approach to the 
process of informing carers involved with patien ts  on the u n it .
A group of s t a f f  from d i f fe re n t  d isc ip lin es  working on a 
s p e c ia lis t  stroke un it  were interviewed using a semi-structured  
questionnaire format. S ta f fs '  views on the provision of 
information to three hypothetical carers of stroke patients  were 
e l ic i t e d  by the presentation of three d i f fe r e n t  'Scenarios' 
describing the severity  of stroke and psychological and physical 
sequalae. Responses were categorised and a Multidimensional 
Scalogram Analysis (MSA) was carried  out on the data.
The in te rp re ta t io n  of the MSA plots shows that while the D e f ic i t  
Model most commonly shaped in form ation-g iv ing over the three  
Scenarios, overa ll there was no coherent model of inform ation-  
giving used by the s t a f f  group as a whole. In re la t io n  to the  
models s t a f f  drew on to shape the aspects of stroke about which 
they informed carers, a range of models were used. While there  
were some s im i la r i t ie s  w ith in  the s t a f f  group as to the models 
used, there was no evidence of a rigorous, systematic approach 
to informing carers of d i f fe re n t  aspects of stroke.
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CHAPTER 1
INTRODUCTION
1.1 Contextual Framework
The King's Fund Consensus on Treatment of Stroke (1992) 
recommended that stroke patients  and th e i r  carers be given a 
c lear account of the nature and causes of th e i r  stroke as part 
of th e i r  management. A good knowledge of stroke care in carers  
may improve the q u a li ty  of discharge home from hospital in  
stroke patien ts , and carers ' knowledge of i l ln e s s  or d is a b i l i t y  
has been id e n t i f ie d  ( fo r  example Anderson 1992) as an important 
fac to r  in deciding whether carers can p a r t ic ip a te  in the  
re h a b i l i ta t io n  process w h ils t  the pa t ien t  is  in hosp ita l.  
Studies drawn from outside the f i e ld  of stroke have suggested 
tha t patients and carers with a poor understanding of th e i r  
re la t iv e s '  i l ln e s s  are less l ik e ly  to express s a t is fa c t io n  with  
th e i r  health care and d is s a t is f ie d  carers are less l ik e ly  to  
comply with medical advice ( fo r  example. Ley 1993, Burton et  
a l ,1 9 9 2 ) .
Despite the greater v i s i b i l i t y  of carers, there has been l i t t l e  
in the way of s tra te g ic  thinking or planning on the subject 
among policymakers (Twigg and Atkin 1994). There is  now a 
r e la t iv e ly  good understanding of the nature of caring and 
evidence of the needs of carers and the help they would l ik e  as 
a resu lt  of the increase in recent studies on caring tha t  hais 
taken place over the la s t  decade (Anderson 1992; Borden 1991; 
Wellwood 1994). What does not e x is t  is  a well-based  
understanding of how carers needs are incorporated in to  the  
practice  of service providers. Questions aimed at estab lish ing
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which carers are offered information and emotional support, what 
assumptions are made about d i f fe re n t  carers, and how 
these mediate the response to them have not been addressed in 
the academic l i t e r a t u r e  and th eo re t ica l models are lacking to  
explain these re la tionsh ips .
The previous study contained in th is  p o r t fo l io  focused on the  
views of carers with respect to caring i t s e l f .  The present 
study w i l l  attempt to e l i c i t  the views of s t a f f  working in an 
acute stroke re h a b i l i ta t io n  unit on the provision of information  
to  carers of stroke patients  during the acute phase.
To put th is  study in context the introductory chapter w i l l  draw 
on some of the re levant l i t e r a t u r e  to ou tl ine  the following  
issues:
( i )  carers in the service system;
( i i )  the ro le  of s t a f f  in informing carers and the nature of 
the information they provide;
( i i i )  factors  mediating between carers and service rece ip t;
( iv )  educating and informing carers;
(v) current models in neurological r e h a b i l i ta t io n .
The chapter w i l l  end with a number of hypotheses drawn from the  
l i t e r a t u r e .
1.2 Carers in the Service System.
Carers have h is to r ic a l ly  occupied an ambiguous position in 
re la t io n  to service provision (S la te r  1995). They are ra re ly  
the c l ie n ts  or p a tien ts , and they are ra re ly  the d ire c t  focus of  
an in te rven tion . At the same time they are part of the system 
of care tha t service providers have to recognise, and in some 
cases, such as in acute r e h a b i l i ta t io n ,  th is  recognition is
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essential i f  the carer is  to be involved in the re h a b i l i ta t io n  
and subsequent care of the patien t fo llow ing discharge from 
hosp ita l.
Twigg and Atkin (1994) postulate four ideal types of response by 
service agencies to carers: ( i )  carers are seen as resources on
which to draw, th is  is  usually c h a ra c te r is t ic  of a service where 
the m ajority  of help comes from the informal sector; ( i i )
carers are viewed as co-workers where they work alongside 
agencies and carers in te re s ts  and w ell-being are encompassed 
w ith in  i t s  concern; ( i i i )  carers as co -c l ie n ts  where carers are  
regarded as c l ie n ts ,  in need of help in th e i r  own r ig h t .  
D e fin it io n a l boundaries are drawn t ig h t ly  in th is  model,
applying only to those who are heavily involved in caring. The 
focus in th is  model is  the carer and th e i r  needs, and th e i r  
w ell-being is a valued outcome in i t s e l f ;  and ( iv )  the  
superseded carer -  characterised by service aims to maximise the  
independence of the cared for person, resu lt ing  in reduced 
dependence on the carer.
In r e a l i t y  agencies do not draw exc lus ive ly  on one approach, but 
the emphasis can vary according to c l ie n t  group (learn ing  
d is a b i l i t ie s ,  mental health , physical d is a b i l i t y  e tc) and the  
current philosophies espoused w ith in  these s p e c ia l i t ie s .
Differences in service provision fo r  carers also varies
according to s ta f fs '  t ra in in g .  For example, d ifferences ex is t  
between so c ia l ly  and medically oriented p ra c t i t io n e rs ,  with a 
tendency fo r  medical s t a f f  to regard carers simply as a resource 
w hils t  s o c ia l ly  oriented professionals tend to be more aware of  
carers as co -c lien ts  (Twigg and Atkin 1994).
The fragmented nature of the support received by carers and 
v a r ia b l i t y  in how carers needs are p r io r i t is e d ,  means tha t there  
is  ra re ly  a single focus from which they can obtain systematic
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information (Anderson 1994, S la ter  1995).
1.3 The ro le  of s t a f f  in informing carers and
nature of information provided.
While there is  a major strand in the l i t e r a t u r e  looking at 
doctor-patient communication ( fo r  example. Ley 1993, Quine and 
Rutter 1994)) there ex ists  l i t t l e  research in to  the spec if ic  
ro le  of d i f fe re n t  d isc ip lin es  in informing and supporting 
carers. What follows is  a summary of the s a l ie n t  points from 
the ava ilab le  l i t e r a t u r e  concerned with the roles of s t a f f  and 
th e i r  remit fo r  supporting and informing carers. This
subsection w i l l  h igh ligh t the roles of the physician, nurse,
social worker, and occupational th e rap is t .
1.2.1 The Physician
Physicians are l ik e ly  to have a strong medical o r ie n ta t io n . The 
t ra d i t io n  of hospital medicine is  one tha t  focuses strongly on 
the indiv idual p a t ie n t ,  or ind iv idual disorder, and the  
consultants would not as a matter of course see contact with  
carers as part of th e ir  ro le  (Twigg and Atkin 1994). In general 
consultants only become involved with the carers when th e i r
input is  requested due to a c r is is .  C erta in ly  the response is  
dependent on the ind iv idual case rather than fo llow ing any 
coherent process (Wade et al 1985).
1 .2 .2  Nursing s t a f f
Booth (1994), in a c l in ic a l  report o u t l in in g  the knowledge 
needed by nurses spec ia lis ing  in stroke re h a b i l i ta t io n  to
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educate patients and re la t iv e s  about stroke, suggests the nurse 
should be fa m il ia r  with the following areas to be equipped to  
inform carers and patien ts:
(a) d e f in i t io n  of stroke
(b) re la ted  physiology
(c) aetiology
(d) diagnosis
(e) prognosis
( f )  treatment (physical)
(g) l i f e s t y le  changes (ways of reducing the r is k  of
s t ro k e ) .
The focus is ev idently  on more physical aspects of care and 
there is  some evidence to suggest th a t  nurses have d i f f i c u l t y  in  
perceiving indiv idual p a t ien ts ' and carers ' concerns and 
emotional w ell-being. Herbert and Salmon (1994) fo r  example, 
carried  out a study examining the extent to  which nursing s t a f f  
could estimate the level of older p a t ien ts '  w ell-being. They 
found a discrepancy between nurses' perceptions and those rated  
by the patients themselves, with nursing s t a f f  often  
underestimating the level of d is tress  in pa tien ts .
1 .2 .3  Social workers
The issues with which the social worker is  concerned re la te  to
( i )  the social environment of the c l ie n t ,  ( i i )  interpersonal 
d i f f i c u l t i e s  and ( i i i )  the functioning of the fam ily  (Leaheÿ
and Wright 1984). Twigg and Atkin (1994) concluded from th e i r  
study on informal carers ( th a t  is  , unpaid carers, usually a 
re la t iv e )  tha t social workers tended to incorporate the needs of  
the carers to a greater extent when compared to other
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professionals. There was also evidence from th is  study that  
social workers and nursing s ta f f  drew on th e ir  own expectations 
and understanding, values and b e l ie fs ,  when ta lk in g  about th e ir  
response to carers when compared with other s ta f f .  The less-  
formally tra ined the social worker the more they did so. Social 
workers were also more aware of the potentia l co n fl ic ts  between 
the cared for and carers than were other p rac t it io n ers .
1 .2 .4  Occupational therapists
In general occupational therapists are concerned with providing  
practica l help (Radley 1994). Their professional ideology 
encompasses a wide approach in which re h a b i l i ta t io n ,  and 
functional and social adaptation in the broadest sense, are seen 
as important, and in which the context of the c l ie n ts  l i f e ,  
including family l i f e ,  is  emphasised. The r e a l i t ie s  of practice  
however frequently impose a narrower approach.
Although there is  no clear consensus on the ro le  of indiv idual 
disc ip lines  in informing carers, general guidelines do ex is t  
which h igh ligh t the key aspects of stroke and i t s ’ consequences 
of which i t  is important to inform both carers and patients .
In th e ir  guide to the in te rd is c ip l in a ry  treatment and management 
of stroke, Wade et al (1985) suggest that the important areas of 
a patients d is a b i l i t y  to assess in stroke re h a b il i ta t io n  are: 
Medical and neurological aspects, psychological and cognitive  
aspects, physical aspects, social aspects, and language or 
communication. Other authors ( fo r  example S k iIbeck ,1994, 
Anderson 1992, and Montgomery 1995) break these categories down 
fu rther and outline  p a rt ic u la r  aspects of an ind iv iduals  
functioning as being important elements to assess and provide
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information on to pa t ien ts . These categories have developed 
from empirical and th eo re t ic a l  underpinnings and have been used 
to  develop assessments fo r  the evaluation of the rehabai1i ta t io n  
process following stroke, as well as guiding assessment and 
management.
The following framework was developed by the present researcher 
by combining the areas of functioning recommended by the authors 
above, as important to assess. In th is  way a h o l is t ic  framework 
was constructed, covering a l l  aspects of an ind iv idua ls  
functioning, and taking in to  consideration the psychological 
impact on care rs ’ .
1. Medical/Neurological
This looks at the medical and neurological aspects of stroke, 
and is divided into  the fo llow ing categories:
( i )  Physiological causes of stroke, general information on 
causes.
Neurological aspects of stroke (perceptual
d i f f i c u l t i e s ,  confusion e t c . ) .
Prognosis.
( i i )  Risk factors (hypertension, smoking, d iabetes).
( i i i )M e d ic a t io n .
2. Psychological/Cognitive
This category is  concerned with po ten tia l  psychological and 
emotional changes following stroke, and the consequences of 
these fo r  the carer. I t  is  divided into :
( i )  Emotional changes (mood: depression, motivation,
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anxiety, e la t io n  e tc ) .
( i i )  Cognitive changes (confusion, behavioural disturbance, 
memory, a t te n t io n , o r ie n ta t io n , perception, apraxia,  
in te l le c tu a l  a b i l i t i e s ,  language).
Neuropsychological (general in te l le c tu a l
functioning, perceptual dysfunction, memory 
dysfunction, f ro n ta l  lobe functioning, conceptual 
a b i l i t i e s ,  constructional a b i l i t i e s ) .
( i i i )P s y c h o lo g ic a l  consequences for carers.
3. Physical
Physical consequences of stroke can be broadly categorized in to :
( i )  Motor weakness.
( i i )  Functional motor a b i l i t y  (walking e tc ) .
( i i i ) A c t i v i t i e s  of d a i ly  l iv in g  (feeding, grooming, bowels, 
bladder, dressing, t ra n s fe r ,  to i le t t in g ,  m ob ility ,  bathing).
4. Social
Areas tha t are important to  assess under the social category 
are:
( i )  Housing/placement (appropriateness, l im ita t io n s  on 
re h a b i l i ta t io n  e t c . ) .
( i i )  Social support.
( i i i ) B enefits /serv ices .
5. Communication
This broad category includes a l l  aspects of po ten tia l d e f ic i t s  
in language and communication, such as:
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( i )  Speech and language d i f f i c u l t i e s  (dysphasia, dyspraxia, 
d y s a r th r ia ) .
1.3 Factors mediating between carers and service  
rece ip t.
Several factors  seem to influence the information and support 
received by carers (Ley 1993, Herbert and Salmon 1994). These 
include indiv idual factors  perta in ing  to the carer,  
organisational and professional fac to rs , the 'p ro a c t iv i ty '  of 
s t a f f  and th e i r  knowledge of the roles of other d isc ip lin es .  
The follow ing section explores these in more d e ta i l .
1.3.1 Indiv idual factors
Some of these factors  have been h ighlighted in the previous 
study contained in th is  p o r t fo l io .  They include the a t t i tu d e  to  
the caring ro le  tha t a carer adopts, the coping s tra teg ies  they 
use and the nature of the re la t io n sh ip  between p atien t and 
carer. These factors  have been found to have some influence on 
the type of information and support th a t  a carer w i l l  f ind  
u s e fu l.
The resesTch on doctor-patient communication ( fo r  example. Ley 
1993; Ley, 1979) finds the follow ing re la tionsh ips  between
reca ll  of medical information and c h a ra c te r is t ics  of the person
receiving the information:
1. No consistent re la tionsh ip  between age and reca ll  
has been found;
2. In te l le c tu a l  level has shown a low but consistent
re la tionsh ip  to re c a ll ;
3. Anxiety is  re la ted  to r e c a l l ,  the more common
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find ing being tha t the more anxious the patien t  
the more is  reca lled ;
4. The higher the medical knowledge, the b e tte r  the 
re c a l l .
1 .3 .2  Organisational and professional factors
Organisational and professional factors  w i l l  have an impact on 
the information o ffered to carers. As we have seen, responses 
to carers and the extent to which they are incorporated in to  the 
service by health professionals, are d istingu ishable  in terms of 
whether the focus in on medical or social aspects of care.
The t ra d it io n a l  focus of medical care is  on the p a t ie n t ,  the 
medical profession defines the problem in terms of physiological 
phenomena and puts less emphasis on the patients  emotional or 
social existence.
A social care focus on the other hand s ta r ts  from the wider 
context of the c l ie n t .  The focus is on social functioning and 
draws on a d i f fe r e n t  knowledge base of social psychology, 
sociology and the re la ted  theories tha t underlie  the
psychotherapeutic t r a d i t io n .  As indicated e a r l ie r ,  Twigg and 
Atkin (1994) found tha t  s t a f f  who worked w ith in  a soc ia l-care  
model, incorporated carers in to  th e i r  prac tice  to  a greater  
degree.
However, th e ir  study did not i l lu m in a te  the impact of the
d i f fe re n t  knowledge bases of the s t a f f ,  on the provision of 
information to carers.
1 .3 .3  The 'p r o a c t iv i ty '  of s t a f f  and th e i r  
knowledge of others' roles
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S ta f f  also vary in the degree to which they are ' re a c t iv e '  or 
'p roactive ' in th e i r  provision of information and support. 
Hunter et al (1988) suggest three types of response to carers:  
' r e a c t iv e ' ,  'p roactive ' and ' f lo a t in g ' .
1. proactive -  th is  is  characterised by the s t a f f  
id e n t ify in g  unmet need and acting on i t ,  without 
being asked by the carer;
2. reactive  responses occur when the service provider 
only responds to the carers ' requests following  
the carer asking d ire c t ly ;
3. where both ac t ive  and proactive approaches are 
used, the term f lo a t in g  is  suggested. The response 
adopted depends on ind iv idual circumstances and 
resources.
Hunter et al (1988) concluded th a t  carers did not expect to have 
to ask fo r  information and were angry i f  they subsequently 
discovered tha t help existed th a t  they had not been to ld  about. 
This h igh ligh ts  the importance of the proactive approach.
Burton, Connor and Haley (1992) e l ic i t e d  the views of s t a f f  
working on a stroke un it on the emotional needs of carers and 
the possible ro le  fo r  counselling. The conclusion was tha t  
although i t  was recognised tha t counselling would be b en efic ia l  
to stroke patients  and th e i r  carers, there was a d e f ic i t  in the  
oportunity fo r  s ta f f  to t ra in  in these techniques, so few f e l t  
confident tha t they could respond appropriate ly  i f  patien ts  or 
re la t iv e s  become emotionally distressed. This h igh ligh ts  th a t  
the a b i l i t y  of s t a f f  to work f le x ib ly  and p roactive ly  w i l l  also  
depend on th e i r  t ra in in g  and expertise .
S ta f fs '  perceptions and knowledge of the roles of other 
d isc ip lin es  is also important as i t  defines where they see 
th e i r  ro le  ending and another's beginning in re la t io n  to  the
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provision of information and support (Twigg and Atkin 1994).
1.4 Educating and informing carers and models of 
i nformati on-gi vi ng
The ra t io n a le  fo r  providing information can be argued from two 
points of view, a p rac t ica l or therapeutic  standpoint and from a 
moral basis (T a r r ie r  and Barrowclough 1986). From a practica l  
standpoint, information from health care professionals has been 
shown to e i th e r  reduce anxiety, confusion, or d is tress , or 
encourage health promoting behaviour and compliance with medical 
treatment. From a moral basis, the carer should, as a basic 
r ig h t ,  have access to information i f  they desire i t ,  and in a 
form that w i l l  be understood.
There is  an extensive l i t e r a t u r e  exploring doctor-patient  
communication and models explaining the in te ra c tio n  of patients  
understanding, r e c a l l ,  s a t is fa c t io n  and compliance. However, 
there is  l i t t l e  focus on s t a f f  in fo rm ation-g iv ing . The bulk of 
the work in the f i e ld  of educating re la t iv e s  and carers about 
i l ln e s s ,  stems from the f i e ld  of mental i l ln e s s .  Whereas w ith in  
the f i e ld  of health psychology the focus has been on the  
provision of information to patients  rather than re la t iv e s  or 
carers. The follow ing section outlines  the current status of  
th is  research. In both f ie ld s  i t  is  w idely recognised tha t an 
understanding of the complexities of helping people to b e tte r  
understand i l ln e s s ,  and an appreciation of the in te ra c t iv e  
nature of the process, are important in ass is ting  s t a f f  to  carry  
out ind iv idualised  and e f fe c t iv e  in te rven tion . The focus here 
w il l  be on the l i t e r a t u r e  surrounding in form ation-g iv ing to
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carers of people with schizophrenia, which has been the subject 
of considerable discussion in the l i t e r a t u r e  examining fam ily  
in terventions in schizophrenia (Barrowclough and T a r r ie r  1992).
In tervention  programmes based on provision of information about 
schizophrenia, decreasing environmental stress and encouraging 
an enabling process aimed at increasing level of functioning,  
has been found to be successful in decreasing relapse ra tes , and 
increasing the p a t ien ts ' level of social functioning and ways of  
decreasing the re la t iv e s  burden of care (Barrowclough and 
T a r r ie r  1992).
Within the body of l i t e r a t u r e  reviewed fo r  the current study, 
two models of in fo rm ation-giv ing are highlighted from the f ie ld s  
of mental health and health psychology. I t  is  not c lear  from 
the l i t e r a tu r e  reviewed from where these models stem o r ig in a l ly .  
I t  is  not manifest whether the models have been developed from a 
th eo re t ic a l  base or postulated by an ind iv idual researcher over 
time to explain c l in ic a l  e n t i t ie s .  The models are represented in 
the l i t e r a t u r e  as models to be tested rather than explanations  
of empirical data. However, two d is t in c t  models have been 
id e n t i f ie d  in the l i t e r a t u r e  tha t  have face v a l id i t y ,  and are  
c le a r ly  relevant to the assessment of information provision.  
What follows is  a b r ie f  o u tl in e  of these two models explaining  
in form ation-g iv ing, the D e f ic i t  and In te rac tio n a l Models. These 
models help c la r i f y  why the process of in fo rm ation-g iv ing ,  
rather than the knowledge components per se, is  important, i f  
one is  to maximise i t s  value in terms of engaging re la t iv e s  and 
th e i r  cooperation (T a r r ie r  1988).
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1.5.1 The D e f ic i t  Model
The basic premise of the D e f ic i t  Model is  tha t lack of 
information is responsible fo r  producing a t t i tu d e s  and 
behaviours in re la t iv e s  tha t have a detrimental e f fe c t  on 
p atien ts . The model predicts tha t by provision of re levant  
information (such as possible causes of i l ln e s s ,  explanation of 
d i f f i c u l t  behaviours e tc) w i l l  e lim inate  knowledge d e f i c i t ,  and 
resu lt  in more b en efic ia l a t t i tu d e s  and behaviours (Vaughn and 
Leff  1981).
The use of the D e f ic i t  Model is  underpinned by the fo llow ing  
b e l ie fs  (from T a r r ie r  and Barrowclough 1992):
1. Provision of any information w i l l  be useful to the
carer;
2. Provision of information w i l l  e lim inate  knowledge
d e f ic i t ;
3. Provision of information w i l l  resu lt  in more 
benefic ia l a t t i tu d e s  and behaviour in re la t iv e s ;
4. Education w i l l  increase understanding and 
adjustment.
1 .5 .2  The In te rac tio n a l Model.
According to th is  model, lay people develop th e ir  own subjective  
explanations of i l ln e s s  in order to make sense of i l l  hea lth ,  
and these explanations w i l l  in fluence the degree to which they 
take on information provided. The In te ra c tio n a l Model is  argued 
to be more appropriate fo r  conceptualising the in form ation-  
giving process than the d e f i c i t  approach (T a r r ie r  and
Barrowclough 1986) as i t  emphasizes the importance of the
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d is t in c t io n  between 'o b je c t iv e ' pathology, and the 'sub jec t ive '  
e f fe c ts  of the patien t having the disease.
According to T a r r ie r  and Barrowclough (1986) the use of lay  
models of i l ln e s s  is  common where the symptoms are seen in terms 
of changes in behaviour rather than ju s t  physical signs of 
pathology. This model can also be applied to head in ju ry  such 
as stroke, where cognitive and personality  changes, as well as 
physical changes, often occur. So, although a r e la t iv e  might 
learn th a t  loss of motivation, depressed mood or visual neglect  
are frequently  seen follow ing stroke, they may re ta in  th e i r  own 
model of the p a t ie n t 's  problems based on ideas tha t these 
behaviours are caused so le ly  by events, circumstances or 
personality  p r io r  to the stroke (such as d i f f i c u l t y  facing up to  
the r e a l i t y  of the i l ln e s s ,  re la tionsh ip  d i f f i c u l t i e s  causing 
anger and resentment e tc ) .
T a r r ie r  and Barrowclough (1986) go on to suggest tha t whereas 
s t a f f  w i l l  usually hold a disease model of stroke (focusing on 
objective  pathology), fam ily members w i l l  hold ind iv idu a lised  
i l ln e s s  models. Such i l ln e s s  models may shape the management 
stra teg ies  tha t  re la t iv e s  adopt, and play a s ig n if ic a n t  ro le  in  
helping the re la t iv e  cope with and control the negative and 
distressing consequences of the i l ln e s s .
Information given by others such as nursing s t a f f  or doctors 
w il l  be assim ilated, organised and possibly rejected on the  
basis of the i l ln e s s  model held by the r e la t iv e .  Changing the 
re la t iv e s  model may well require giving them de ta i le d  
information.
The use of the In te rac tiona l Model of inform ation-g iv ing is  
underpinned by the following b e l ie fs :
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1. Information offered depends on the current knowledge 
and understanding of the carer;
2. The care r 's  past experience of caring w i l l  
influence information given;
3. How the carer makes sense of i l l  health w i l l
e f fe c t  how they ass im ilate  information;
4. Changing the re la t iv e s  model may help them
understand i l l  health and use more e f fe c t iv e  
management s tra te g ie s .
Thus the model adopted by the s t a f f  w i l l  influence the way in  
which they communicate information, and may e f fe c t  s a t is fa c t io n ,  
compliance, and receptiveness fo r  change in the r e la t iv e .
T a r r ie r  and Barrowclough (1986) evaluated the effectiveness of 
inform ation-giv ing using both subjective and ob jective  measures. 
They concluded tha t the In te ra c tio n a l Model was the most 
e f fe c t iv e  fo r s t a f f  to adopt when compared to the D e f ic i t  Model. 
In the evaluation they examined r e la t iv e s '  reported fee lings  
about the provision of information; th e i r  level of knowledge
about schizophrenia; and changes in the behaviour of fam ily  
members in re la t io n  to the p atien t as a resu lt  o f the  
information received. They also measured pa t ien t  variab les  
including reduction of symptomatology and increases in  
independent functioning, and changes in s ig n if ic a n t  fam ily  
in te ra c tio n  variab les .
Using the in te ra c t iv e  framework, they concluded tha t  i t  is  
important fo r  s t a f f  to  be aware of several factors  before giving  
information to carers. These factors  and th e i r  im plications are  
summarised below.
( i )  Both patients  and carers perceptions of the
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i l ln e s s  should be assessed and taken into  
account p r io r  to embarking on the task of  
giving information. This w i l l  involve
exploring patients  and carers ideas as to the 
cause and consequences of the i l ln e s s ,  as well
as th e i r  views on the current treatments
received and opinions as to how i t s  
consequences are best managed in the home 
envi ronment.
( i i )  Ind iv idualised  i l ln e s s  models should be
accepted. This means that the views of the
re la t iv e s  should be taken seriously (while
presenting a l te rn a t iv e  explanations and ways of
coping). I t  w i l l  also involve presenting  
information about the patients  p a r t ic u la r  
symptomatology, rather than focusing on broad 
pathology.
( i i i )  Information should be conveyed in a se lec t ive  
fashion. Since previous studies of doctor-patien t  
communication showed that only a small number of 
items of information are remembered, the focus 
should be on those which are hypothesised to be most 
useful in ass isting  patients  and re la t iv e s  to  cope 
with the problems. Providing simple, w rit te n  
information about the facts  may help learning.
( iv )  I t  should not be assumed th a t  everyone w i l l  
assim ilate  information at the same rate  
(personal, social and environmental variab les  
w il l  mediate). Consequently perceptions of  
i l ln e s s  must be reassessed ro u tin e ly ,  fo llow ing  
the provision of information.
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(v) The in te rac tio n  model predicts that the longer the
duration of the i l ln e s s ,  the more time and 
opportunity fo r a personalised lay understanding of  
i l ln e s s  to  become established, p a r t ic u la r ly  when no 
professional view has been offered as an 
a lte rn a t iv e .  Consequently, the sooner information
is given a f te r  the i l ln e s s ,  the more l ik e ly  are
s t a f f  to  influence the ind iv idualised  i l ln e s s  
models.
This implies tha t i t  is  the process of the provision of 
information, as well as the content of the information provided 
to the carer, th a t  is  paramount.
The models of in form ation-giv ing outlined in th is  section appear 
appropriate fo r  providing a broad, general framework fo r  
understanding the process of in form ation-g iv ing . The D e f ic i t  
Model is  presented as a minor, less complex model, and the
In te rac tio n a l Model as more comprehensive and e f fe c t iv e .  I t  is
possible th a t  neither of these models are s u f f ic ie n t  or refined  
enough to apply to inform ation-giv ing over d i f fe re n t  s itu a tio n s ,  
such as the changing demands that the carer may be presented 
with , or f luc tua tions  in the carers ' mental health .
1.6 Current Issues in Stroke R e h ab ili ta t io n  and 
Models o f Working
The f ie ld  of re h a b i l i ta t io n  has evolved tremendously over the  
past 50 years. There has been a gradual evolution in models of  
re h a b i l i ta t io n  characterised by three d i f fe r e n t  stages: 
'm u lt id is c ip l in a ry ' ,  ' in t e r d is c ip l in a r y ' ,  and 'c l in ic ia n -
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s c ie n t is t '  (Peters and Mclean 1995). These w i l l  be examined in 
more depth, as the approach used w i l l  have im plications fo r the  
way in which a service endorses the provision of information and 
support to  carers.
In the ear ly  years of the development of re h a b i l i ta t io n ,  the  
m u lt id is c ip lin a ry  approach to treatment was used. S ta f f  from 
d if fe re n t  d isc ip lin es  perform the ro le  inherent to th e ir  
d is c ip l in e ,  with l i t t l e  or no in te rac tio n  between d is c ip lin e s .  
The contribution of each profession tends to  be made
independently and without the input of others.
With the prevalence of a more systemic approach to treatment a 
more h o l is t ic  approach to  re h a b i l i ta t io n  has evolved. Disease 
is  now more commonly conceptualised in both physiological and 
psychosocial terms. The in te rd is c ip l in a ry  model of
re h a b i l i ta t io n  has developed from th is .  The use of th is  model 
is  evident as information about patien ts  is  shared between
d isc ip lines  and decisions are made based on the input of more
than one profession. The nature of neurological impairments, 
such as those fo llow ing a stroke, is  such th a t  th e i r  impact 
p o te n t ia l ly  e f fe c ts  a l l  aspects of the ind iv idu a ls  functioning  
(physical, soc ia l,  emotional, and verba l) and Peters and McLean 
(1995) suggest tha t neurological r e h a b i l i ta t io n  was born out of 
the in te rd is c ip l in a ry  model of re h a b i l i ta t io n .
The c l in ic a n -s c ie n t is t  model of r e h a b i l i ta t io n  is  a development 
from th is  and proposes tha t in order fo r  e f fe c t iv e
re h a b i l i ta t io n  to be accomplished a rigorous methodological 
s c ie n t i f ic  approach must be taken in designing and implementing 
treatment. The s ta f f  team, in conjunction with the pa t ien t  and 
the fam ily , determine the appropriate outcome goals to achieve.
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Although there is  no empirical evidence fo r  the evolution to  
proceed system atically  through these stages, one might predict  
tha t the p ractice  of health professionals on a s p e c ia l is t  un it  
fo r  stroke re h a b i l i ta t io n  would be now shaped by the 
in te rd is c ip l in a ry  and c l in ic ia n -s c ie n t is t  approaches to working. 
With the increase in in te rd is c ip l in a ry  working and group 
planning and decision-making one might expect the s t a f f  group to  
have had the opportunity to share knowledge and understanding of 
stroke, and, i t s  impact on a l l  aspects of functioning.
1.7 Summary
The l i t e r a t u r e  reviewed indicates tha t well informed carers are 
more l ik e ly  to p a r t ic ip a te  in the r e h a b i l i ta t io n  process. 
However, the research shows that h is to r ic a l ly  there has been a 
discrepancy between carers ' wishes fo r  information and that  
provided by s t a f f .  Generally the l i t e r a t u r e  shows tha t  there  
is  l i t t l e  in terms of systematic planning fo r  the support of  
carers and therefore  l i t t l e  in the way of systematic approaches 
to  the provision of information. The extent to which carers ' 
are included in the service system, and provided with  
information, does depend in part on the way carers ' are viewed 
by the service but in addition to these organisational factors  
there are professional fac to rs , such as the approach s t a f f  adopt 
to  provide information, which w i l l  mediate between carers ' and 
the information they receive.
Two models of in form ation-g iv ing . D e f ic i t  and In te ra c tio n a l  
Models, have been highlighted and i t  is  suggested th a t  the 
In te rac tio n a l Model, which takes in to  account carers ' own
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understanding of i l ln e s s  is  the more e f fe c t iv e  model to use to 
shape the provision of information to c a re rs '.
The l i t e r a t u r e  reviewed also describes c l in ic a l  practise  in  
stroke re h a b i l i ta t io n  as moving towards a more in te rd is c ip l in a ry  
model, and c l in ic a l - s c ie n t is t  model of working. The move 
towards th is  framework should be accompanied by an increase in 
the opportunity fo r  s t a f f  to share knowledge of a l l  aspects of 
stroke and i t s  consequences and increase th e i r  understanding of 
what information may be useful to carers.
To address th is  mismatch between carers ' wishes fo r  information  
and i t s  provision, one must f i r s t  establish  the nature of the  
mismatch between the carers ' needs and the perceived need should 
be investigated. An exploration of the models used by s t a f f  on 
a stroke un it to  shape th e i r  in form ation-giv ing would be the  
f i r s t  step in achieving th is .
1.8 Hypotheses
Two hypotheses w i l l  be tested based on the issues discussed and 
the l i t e r a t u r e  reviewed.
1.8 .1  Hypothesis 1
The current study predicts tha t s t a f f  on a s p e c ia l is t  stroke  
re h a b i l i ta t io n  un it w i l l  use an In te ra c tio n a l Model of  
in form ation-g iv ing. This is  based on l i t e r a t u r e  th a t  proposes 
tha t increasing awareness of the important ro le  of the carer in  
re h a b i l i ta t io n ,  and lay models of i l ln e s s ,  has resulted in an 
increasing awareness of an in te ra c t iv e  process of inform ation-  
giving.
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1 .8 .2  Hypothesis 2
The current study predicts tha t s t a f f  on the s p e c ia l is t  stroke  
unit w i l l  draw on a range of models to  shape the aspects of 
stroke on which they provide information. This is  drawn from 
the research outlined e a r l ie r  which suggests tha t  as 
in te rd is c ip l in a ry  working increases s t a f f  w i l l  be increasingly  
aware of a l l  aspects of functioning to be a ffected  follow ing  
stroke.
The current study w i l l  also explore the f l e x i b i l i t y  of the  
application  of the models. In p a r t ic u la r ,  whether the models 
s t a f f  use to shape th e i r  views on what information is  needed by 
care rs ’ varies depending on the severity  of the stroke the 
p atien t has suffered in terms of physical and psychological 
sequelae. This w i l l  be tested using three scenarios, or 
hypothetical case studies, describing d e ta i ls  of three d i f fe re n t  
patients  who have suffered a stroke, and th e i r  carers. These 
are described in the next chapter.
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CHAPTER 2.
METHODOLOGY.
This chapter contains the following sections: research design,
content analysis and categorization  of the data, method, subject 
selection , procedure and data analysis.
1. Research design.
The broad aim of th is  study is  to e l i c i t  and explore the views 
of a group of s t a f f  from d i f fe re n t  d is c ip lin e s ,  working in a 
s p e c ia l is t  stroke re h a b i l i ta t io n  unit fo r  older adults ,  
regarding informal carers ' need fo r  information. In p a r t ic u la r  
i t  was hoped tha t on examination of th e i r  responses i t  would be 
possible to establish whether ( i )  a D e f ic i t  or In te ra c tio n a l  
Model of inform ation-g iv ing, or a combination of the two, was 
used; and ( i i )  what broad representations or models s t a f f  drew 
on to shape the extent and nature of information they o ffe red .
A single case-study design to  investiga te  the perceptions of the  
s t a f f  group working on a s p e c ia l is t  stroke u n it ,  was chosen as 
i t  enabled the investigation  of a contemporary phenomenon w ith in  
i t s '  r e a l - l i f e  context. Although th is  method does not provide  
a basis fo r  s c ie n t i f ic  generalisation  to  populations, the  
resu lts  w i l l  be generalisable to th eo re t ic a l  propositions. The 
goal is  to investigate  and generalise the theories (Y in , 1994). 
I t  was hoped tha t in th is  study th is  method would provide ah 
i l lu s t r a t io n  of s ta f fs '  repetoires of responding and allow some 
exploratory work aimed at going some way to answering the  
hypotheses derived from the l i t e r a t u r e .
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Q u a lita t iv e  approaches such as multidimensional scaling  
techniques (Forgas 1979, Wilson and Canter 1993) are useful in 
research of th is  nature as they allow the views of the 
ind iv iduals  in the group being studied to be re f lec te d ,  
maintaining some of the richness of the responses while allowing  
a more complex or multidimensional analysis (Brown 1985).
As there is  l i t t l e  in the l i t e r a tu r e  reviewed s p e c if ic a l ly  
focusing on s t a f f  perceptions of information and support given 
to carers there is  r e la t iv e ly  l i t t l e  to  assist in research 
design, or on which to  base in terv iew  schedules or other 
measures.
A semi-structured in terv iew  format was f e l t  to be most 
appropriate for th is  study as i t  allows some f l e x i b i l i t y  while  
ensuring that responses to a l l  topics in which the researcher 
was in terested would be encouraged. Yin (1994) suggests tha t  
the interv iew  format is  a useful tool in s ingle case-study 
research as i t  allows the targeting  of sp e c if ic  issues, and 
reduces bias as i t  increases consistency over subjects as the 
same information is  given to a l l  the s t a f f .
I t  was hoped tha t the use of Scenarios (see M ateria ls  section)  
based on hypothetical cases of stroke patients  and th e i r  carers,  
would be an e f fe c t iv e  way of reproducing r e a l - l i f e  s itu a tio n s  
in a case-report format with which a l l  s t a f f  would be f a m i l ia r ,  
regardless of d is c ip l in e .  Scenarios such as these have been 
shown to be a useful tool in studies exploring c l in ic a l  
decision-making in teams (F inset et al 1995, Runyan 1977).
2. Subjects
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2.1 Subjects
As part of the researchers fu l l - t im e  post as a c l in ic a l  
psychologist, sessional input is  provided to the Stroke 
R ehab ilita tion  Unit at Tolworth Hospita l, Surrey. The 
s p e c ia l is t  stroke unit was established two years ago. This 
study aimed to provide an insight in to  the views of the s t a f f  
curren tly  working on the s p e c ia l is t  u n it .  I t  also aimed at  
assisting in the development of a package and procedure fo r  
informing carers in the most e f fe c t iv e  manner about stroke and 
i t ' s  consequences, and optimising th e ir  level of involvement in  
the re h a b i l i ta t io n  process.
A ll  q u a li f ie d  s t a f f  working f u l l - t im e  on the Stroke 
R ehab ilita tion  Unit were recru ited  fo r  the study. There were 15 
in a l l  comprising of:
2 Speech and Language Therapists (both Senior grade);
1 Senior House O ff ic e r  (Junior medic working with the Consultant 
Physician);
2 Physiotherapists (both Senior 1 grade);
1 Social Worker;
2 S ta f f  Nurses;
5 Enrolled Nurses;
1 Ward S is te r;
1 Occupational Therapist (Senior 1 grade).
2.2 Gaining access to subjects.
I n i t i a l  plans fo r the study were discussed with nursing managers 
and the head c l in ic ia n s  responsible fo r  the d i f fe re n t  th erap is ts
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represented. Following th e ir  agreement a proposal was submitted 
to the Kingston and D is t r ic t  Ethical Committee. Permission was 
granted to continue with the study (see appendix fo r  Ethical  
Committee approval l e t t e r ) .
3 M ateria ls
To e l i c i t  the views of the s t a f f  team indiv idual subjects were 
asked to read three short case vignettes providing a summary of 
three d i f fe re n t  hypothetical stroke patients  and th e i r  carer.  
The vignettes (see appendix ) took the form of a b r ie f  w rit ten  
case presentation, a format with which a l l  s t a f f  would have been 
fa m il ie r .  Information regarding the stroke pat ien t  contained in 
each vignette  described (a) the chron ic ity  of stroke; and (b) 
the severity  of both physical and psychological sequalae. The 
case vignettes varied in chron ic ity  of stroke and severity  of 
physical and psychological sequalae. The f i r s t  case v ignette  
(Scenario 1) represented a patien t with a r e la t iv e ly  less severe 
stroke and physical and psychological consequences, whereas the 
th ird  v ignette  (Scenario 3) depicted a more complex case with a 
poorer prognosis. The mental s ta te  of the carer, and the
support ava ilab le  to them was alluded to in each scenario,
again with the carer in Scenario 1 being comparatively well 
supported by re la t iv e s  and carer in scenario 3 with no apparent 
emotional support from re la t iv e s  and su ffer ing  from high leve ls  
of anxiety.
4 Construction of the Vignettes
As suggested e a r le r ,  v ignettes have been shown to be a useful 
tool in studies exploring c l in ic a l  decision-making in team ( fo r
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example, Finset et a l . ,  1995, and Runyan, 1977). I t  was f e l t  by 
the researcher that vignettes or "Scenarios" would be the best 
method of of e l ic i t in g  the views of s t a f f ,  for the following  
reasons :
( i ) information provided to each s ta f f  member
regarding the severity  of the stroke in terms of
physical and psychological sequalae, and the
chronicity  of the stroke, could be controlled for;  
and,
( i i )  i t  was f e l t  by the researcher that hypothetical
cases describing stroke patients and th e ir  carers 
would be an e f fe c t iv e  way of reproducing r e a l - l i f e  
situations in a format with which s ta f f  would be 
fa m il ia r .
The process by which the Scenarios were constructed was as 
follows:
F ir s t ly  hypothetical case studies were drawn up based loosely on 
cases with which the researcher had come into contact as part of 
her c l in ic a l  ro le . Secondly, information contained in each
Scenario was judged by the researcher to represent three leve ls  
of severity . Information regarding the stroke patient contained 
in each Scenario described the chron ic ity  of the stroke and the 
severity  of both physical and psychological sequalae. The f i r s t  
case (Scenario 1) depicted a more complex case with a poor 
prognosis. The mental state  of the carer and the support 
ava ilab le  to them was alluded to in each Scenario, again, with 
the carer in Scenario 1 being comparatively well supported by 
re la t iv e s ,  and carer in Scenario 3 with no apparent emotional 
support from re la tives  and suffering from high levels  of
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anxiety.
In terms of the v a l id i t y  of the Scenarios, the main aim was to  
develop s itua tions  tha t would r e f le c t  r e a l i t y  fo r  s t a f f .  With 
th is  in mind, p r io r  to commencing the research with the s t a f f  on 
the s p e c ia l is t  stroke u n it ,  a mini p i lo t  study was carr ied  out 
using the Scenarios developed by the researcher. Two nursing 
s t a f f  from a re h a b i l i ta t io n  ward in the same hospital were asked 
to  read through the Scenarios. Both were experienced nurses 
with experience of working with stroke patien ts . They rated the 
Scenarios as increasing in severity  and complexity from 1 to  3. 
They also reported tha t ther was s u f f ic ie n t  d ifference betweeen 
the Scenarios and tha t they a l l  represented believable  and 
fa m il ia r  s itu a tions .
5 Procedure
Each s t a f f  member was interviewed separately in an in terv iew  
room on the stroke un it in which they worked. Subjects were 
to ld  tha t the researcher was in terested  in exploring peoples 
perceptions of information needed by carers of stroke patien ts  
on the ward. They were asked fo r  permission fo r th e i r
responses to be audio-taped, to which a l l  agreed. They were 
to ld  tha t they would be given three short case-studies to read 
describing a stroke patien t and carer a f te r  which they would be 
asked several questions on information and support the carer  
would need.
A semi-structured in terv iew  schedule was designed in two 
sections. Section 1, fo r  the purposes of the current study, had 
the following questions and prompts:
1. What are the care r 's  p a r t ic u la r  needs at th is  time
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fo r  information regarding stroke and i t s  
consequences? (Prompt: would you provide any
information at th is  stage?);
2. What factors do you th ink w i l l  influence the care r 's  
need fo r information and support?
In addition the s t a f f  were asked:
3. Who would be the best person to provide the
information or support you have ju s t  outlined?  
(Prompt: what would be the best way of providing  
th is  information?); and,
4. What l im ita t io n s  are there curren tly  i f  one needed 
to provide th is  information and support?
S ta f f  were asked about factors  l im it in g  the provision of 
information in th e i r  service and who was the best person to  
provide the information, as, while not d i r e c t ly  relevant to the  
hypotheses postulated in th is  study, would provide useful
information fo r the researcher and ass is t in f a c i l i t a t i n g  
c l in ic a l  p ractice  w ith in  the u n it .
Section 2, gathered biographical and demographic d e ta i ls  of the
respondents (gender, duration in post, previous experience of
informal caring and q u a li f ic a t io n s )  which, again, although not 
d ire c t ly  relevant to the hypotheses and predictions outlined in 
the present study were thought to be p o te n t ia l ly  in te re s tin g  and 
useful to monitor.
The Scenarios were presented in order 1 to 3 fo r each subject. 
The interviews lasted between f i f te e n  minutes and one hour and 
f i f te e n  minutes depending on the conversational s ty le  of the
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s t a f f  member. The semi-structured in terv iew  was administered by 
a single researcher to minimise researcher v a r ia b l i t y .
(See appendix fo r  an i l l u s t r a t i v e  example of a t ra n s c r ip t  from 
semi-structured in te rv iew ).
6 Analysis.
A multidimensional scalogram analysis was carried  out. 
Multidimensional scalogram analysis (MSA) is  a technique which 
can be used to examine the structure of q u a l i ta t iv e  data. " I t
allows the re la tionsh ip  between each of the variab les or
c la s s i f ic a t io n s ,  and the items themselves with respect to those 
variab les , to be represented in one coherent visual summary" 
(Wilson 1995). MSA enables one to p lo t  each s t a f f  member and 
th e i r  categorised responses as a point in geometric space. The 
p lot can then be divided in to  c lear regions which d istinguish  
the ind iv iduals  on the basis of each of the variab les ( th a t  is  
use of d i f fe re n t  elements of the d e f ic i t  and in te ra c tio n  models, 
and elements in the areas of d i s i b i l i t y  categories). This means 
tha t  the more q u a l i t ie s  two items have in common, the closer  
together they are in the p lo t .  One can therefore  attempt to  
v is u a l ly  assess s im i la r i t ie s  and differences between ind iv iduals  
and d isc ip lines  in the pattern of th e i r  responding.
The raw data in the form of transcribed audio-taped responses
were content-analysed by two ra ters  -  the researcher and an
independent ra te r  (a psychologist colleague from a neighbouring 
department). The material was categorised according to two 
frameworks. ( i )  The constructs used from the D e f ic i t  and
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In te rac tiona l Models of information-giving (Barrowclough and 
T a rr ie r  1992 see page 120 of the current study); and ( i i )  the 
framework outlined in the introduction, drawn up from Crawford 
et al (1994), Anderson (1992) and Montgomery (1995).
7 Scoring by Raters
Each ra ter  f i r s t  read through the transcribed responses fo r each 
Scenario. The ra ter  then noted down each of the items from the 
D e fic i t  Model (Items 1 to 4) and In te rac tiona l Model (Items 5 to  
8) used as evident from th e ir  responses. For example, i f  a 
s ta f f  member responded to the question "What are the carer 's  
p a rt ic u la r  needs at th is  time for information regarding the
stroke and i ts  consequences?", by implying that the provision of 
any information following the stroke would be useful to the 
carer, then the ra te r  would note down Item 1 as being raised.  
I f  the s ta f f  member suggested that in th e ir  experience informing 
carers' would be benefic ia l as i t  would help them understand and 
adjust to the s itu a tio n , then the ra ter  would note down Items 3 
and 4. There was no l im i t  to the number of items from the 
D e fic i t  and In teractiona l Models that could be used. That is ,  
s ta f f  could be rated as using one or a l l  of the items from the 
Models (see Appendix fo r summary of ratings for both r a t e r s ' ) .
Secondly, the raters noted down each type of information s ta f f
said would be useful to the carer in each Scenario, using the
framework outlined on page 117-118. The constructs were 
labelled  1 to 13 (Items 1 to 3 from the Medical/Neurological
Model; Items 4 to 6 from the Psychological/Cognitive Model and 
so on). Again there was no l im i t  to the number of items that  
could be rated as being used by the s ta f f  in th e ir  responses.
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The researcher completed the ra ting  task f i r s t  then the second 
ra te r  carried out the same task, independently, using the same 
framework. In cases where there was a discrepancy between 
ra ters  the categorisation made by the researcher was used.
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CHAPTER 3
RESULTS
This chapter contains the following sections: Section 1 presents 
some biographical information obtained from the s ta f f .  Section 2 
presents information on the method of transformation of the data 
p rio r  to analysis using a Multidimensional Scalogram Analysis 
(MSA), and an explanation of the MSA procedure. Section 3
presents the in te rp re ta t io n  of the MSA plots with respect to the 
hypotheses postulated in Chapter 1.
Section 3.1 Biographical information.
The following d e ta i ls  were noted for each s ta f f  member: gender, 
years experience working with stroke patients , experience of 
caring inform ally , and q u a lif ic a t io n s .
S ta f f  were also questioned about th e ir  previous experience of 
having cared "inform ally" for re la t iv e s ,  and th e ir  level of 
q u a li f ic a t io n  and years experience of working with stroke 
patients . I t  was f e l t  that these variables could be useful in 
providing a preliminary look at influences on other factors tha t  
may shape information-giving behaviour and inform other research. 
For the present study the information is presented as descrip tive  
data (see Appendix for summary tab le  of descriptive data).
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3.1.1  Gender
Table 1. Gender
Male Female
1 14
14 of 15 s ta f f  (93%) were female. The male s ta f f  member worked as 
a s ta f f  nurse.
3 .1 .2  Number of years experience working with stroke 
patients .
This ranged from 1 year to 21 years, the mean being 7 years 3 
months, the mode being 4 years.
3 .1 .3  Experience of informal caring.
7 of the s ta f f  group (53%) had previous experience of caring fo r  a 
close friend or re la t iv e .
3 .1 .4  Q ua lif ica tions  (see Table 2 ) .
The therapy s ta f f  (occupational th erap is t ,  speech and language 
therapists and physiotherapist) were a l l  graded at an equivalent 
le v e l ,  Senior 1. 5 of the nurses were q u a lif ie d  as enrolled
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nurses, 2 to s ta f f  nurse le v e l ,  and 1 ward s is te r .  The doctor was 
a ju n io r ,  working at senior house o f f ic e r  le v e l .  The social 
worker was q u a li f ie d  to CQSW le v e l .
Table 2: S ta f f  Q u a lif ica tio n s
O.T PHYSIO. S .A .L .T . NURSING STAFF MEDICAL S.W. 
Senior 1 Senior 1 Senior 1 Ward Enrolled S ta f f  S.H.O. CQSW
S is te r  Nurse Nurse 
1 2 2 1 5 2 1 1
(O.T = Occupational Therapist; Physio = Physiotherapist; S .A .L .T .  
= Speech and Language Therapist; S.W = Social Worker).
Section 3.2 Multidimensional Scalogram Analysis.
The resu lts  from the multidimensional scalogram analysis w i l l  be 
presented in the fo llow ing section. For each of the hypotheses, 
the in te rp re ta t io n  of the MSA p lo t w i l l  be described, followed by 
the frequency data. The MSA p lo t re la te s  to the s t a f f  group and 
the frequency data re la te s  to the ind iv idual s t a f f  members w ith in  
the group.
The in te rp re ta t io n  of the MSA p lo t and the frequency data fo r  each 
of the three scenarios w i l l  be presented separately .
Prior to the presentation of the in te rp re ta t io n  of the MSA p lo ts ,  
the transformation of the data, p r io r  to  analysis , w i l l  be 
described.
146
3.2 .1  Transformation of the data p r io r  to analysis
using M u lt ip le  Scalogram Analysis.
Following categorisation of the tra n scr ip ts  in to  aspects of the  
various models used, a te s t  of in te r - r a t e r  r e l i a b i l i t y  was carried  
out (Cohen's Kappa fo r  Hypothesis 1, Scenario 1 = 0.81; Scenario 2 
= 0.76; and Scenario 3 = 0 .60 . Cohen's Kappa fo r  Hypothesis 2,
Scenario 1 = 0.81; Scenario 2 = 0.73; Scenario 3 = 0 .72 , see 
appendix).
In order to carry out an MSA on data derived from the m ultip le
scoring procedure, the items used by each of the s t a f f  must be
converted into numerical data. The items from a l l  models were 
assigned a number and the s t a f f  were coded according to whether
they used each item or not. For each hypothesis over the three
scenarios i f  a category was present then the code "2" was used, 
and i f  the category was not present then the code "1" was used.
By th is  means, each of the s t a f f  is  represented by a 'p r o f i l e '  of 
scores which indicates the categories to which they were assigned 
by each of the ra te rs .  So the data matrix would be of the form:
S ta f f
Items Used SI S2 S 3 . . .S I5
11 1 2  2 2
12 2 1 1  2
13 2 1 1 2
Each row in the matrix corresponds to one of the items being used 
by the s t a f f  member, and a column of data represents the  
ind iv idual s ta f f  members. Reading down a column i t  is  possible to  
see which s ta f f  used which items. In th is  way a l l  the items used
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by the s t a f f  group can be represented. Six data m atric ies were 
produced th is  way, one fo r each scenario fo r  each hypothesis (raw 
data in appendix).
MSA’ s (Multidimentional Scalogram Analysis) were carr ied  out on 
each of the scenarios fo r  each hypothesis.
3 .2 .2  Multidimentional Scalogram Analysis -  Procedure.
Examining the data in terms of frequency d is tr ib u t io n  does not 
allow one to make any inform ative statements about any systematic 
indiv idual d ifferences which may e x is t .  A multidimentional 
scaling procedure was used (Shye 1978, Wilson 1995) to overcome 
th is  problem.
The aim of the MSA is  to represent information contained in a set 
of data as a set of points in space (Brown 1985). The points are 
arranged p ic t o r ia l ly  in such a way tha t geometrical re la tionsh ips  
such as distances between the points re f le c ts  empirical 
re la tionsh ips . The s im i la r i t y  or d is s im i la r i ty  between items are 
represented as points in space such th a t  the more s im ila r  any two 
items are the closer together the points representing them w i l l  
be. MSA is  a non-metric analysis which makes no assumptions
about the d is tr ib u t io n  ch a ra c te r is t ics  in the data and operates 
e n t i re ly  at a categorical level and th is  is  the most appropriate  
method of analysis fo r  the current study.
The MSA creates a geometrical representation of the variab les  
which take in to  account the re la tionsh ips  among the var iab les .  
This is  the scalogram. As each subject is  represented as a point  
in space i t  is  possible tha t fo r  each var iab le  there may be a 
c lear p a r t i t io n  of the space in to  d is t in c t  regions. The scalogram 
plots  are in terpre ted  by drawing l ines  of p a r t i t io n  tha t include  
a l l  items with the same value on a p a r t ic u la r  v a r ia b le .  The
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plots  can then be used to establish whether or not d is t in c t  
regions ex is t  fo r  each var iab le ,  and whether there is  a 
correspondence across the variab les which w i l l  ind icate  
s im i la r i t ie s  or d ifferences between the subjects.
However, the output of the MSA programme provides not only an 
overa ll p lo t  of the items used by the s t a f f  group in terms of 
s im i la r i t ie s  and d ifferences between them, but also a series of 
' item p lo ts ' ,  with one fo r each of the items. On these item plots  
s t a f f  maintain the same configuration , except fo r  each item the  
s t a f f  are coded according to th e i r  c la s s i f ic a to ry  scores. These 
plots can then be p art it io n ed  in to  regions which separate the 
s t a f f  assigned to each d i f fe re n t  items. These item p lo ts ,  
therefore  show the way tha t the s t a f f  members responses go to make 
up the composite p ic tu re . The measure of the "goodness of f i t "  of 
the data is  whether i t  is  possible to p a r t i t io n  the p lo t in to  
meaningful regions (Wilson and Canter 1993). I t  must be 
recognised that only i f  there are re la tionsh ips  between the items 
w il l  the p lo t be d iv isab le  in to  meaningful p a r t i t io n s .  On the  
basis of the scores of the s t a f f  a l in e  can be drawn to  d iv ide  
those s t a f f  who used a certa in  item and those tha t did not.
The current MSA produces s ix  scalograms which show how the  
indiv idual s t a f f  are grouped fo r  the two hypotheses and over the  
three Scenarios.
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Section 3 .3  In te rp re ta t io n  of MSA p lo t .
3 .3 .1  Hypothesis 1 D e f ic i t  v 
In te ra c tio n  model.
3 .3 .1 .1 .  MSA In te rp re ta t io n  fo r  Scenario 1
Figure 1 shows the composite MSA p lo t summarising the Items used 
by the s t a f f  group from the D e f ic i t  and In te ra c tio n a l Models. The 
points in the space represent each of the s t a f f  members. As 
discussed above, the Items used are represented by the  
configuration of the points in geometric space, and the more 
s im ila r  the combination of Items used are across a l l  the group 
members', the more l ik e ly  the points are to  be in the same region 
of the space.
Figure 1. MSA Plot fo r  Hypothesis 1, Scenario 1.
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(Key -  S.W = Social Worker, P = Physiotherapist, SHO = Senior 
House O ff ic e r ,  SALT = Speech and Language Therapist, EN = Enrolled  
Nurse, SN = Senior Nurse, OT = Occupational Therapist, S = Ward 
S i s t e r ) .
The MSA p lo t fo r th is  Scenario indicates th a t  there were a number 
of s ta f f  categorised as having made id en tica l responses and 
therefore  hold the same position on the p lo t  (See Figure 1 ) .  A 
speech and language th erap is t  and a s t a f f  nurse responded in the  
same way, as did a physiotherapist and an enrolled nurse. Another 
s t a f f  nurse's responses were iden tica l to  those of an enrolled  
nurse, and the SHO was categorised as sharing the same p r o f i le  as 
the ward s is te r  and an enrolled nurse.
A ll the respondents were grouped in the bottom of the p lo t .  Four 
nursing s ta f f  (2 enrolled nurses, and 2 s t a f f  nurses) and one
speech and language th erap is t  were in the bottom r ig h t  of the p lo t  
with the remaining s t a f f  in the l e f t  bottom quater. The social 
worker was positioned on the m id -line  of the bottom l e f t  quater of
the p lo t and, as the rest of the s t a f f  group were positioned
fu rth e r  down the p lo t ,  th is  indicates th a t  her responses d if fe re d  
sub stan tia l ly  from the rest of the s t a f f  group.
Of the 4 Items perta in ing  to the D e f ic i t  model one of them c le a r ly  
d i f fe re n t ia te d  between the s t a f f  group, th is  was Item 2,
"provision of information w i l l  e lim inate  knowledge d e f i c i t . "  Of 
the s t a f f  group 5 (2 s t a f f  nurses, 2 enro lled  nurses and 1 speech 
and language th e ra p is t )  used th is  Item in th e i r  response to th is  
scenario (See next page fo r  MSA plots fo r  Item 2, and appendix fo r  
remaining Items Scenario 1 ) .  The remaining three items did not
r iy p o in e s is  i  -  b c e n a r io  1 151 Tig  Z  i t e m  z j
80- 1
!
60-
i
40- U S B T >  I
!
20J
I ■ 1
o fW
1
:
i
-20-
i
I
-40 -
!
-60
P EN
SHO S EN 
• p#
!
ÎALT SN
^  •  EN SN
I
-00^ EN 
1 •
100 i .
SALT
!
-100 100
Hypothesis 1 - Scenario 1 fig 3  item 6
100 T
80-;
40-
2 0 -
sw
- 2 0 -
-40 4
SALT SNP EN ENEN SNSHO S EN
EN
OTSALT
0 100
Hypothesis 1 - Scenario 1 fig  4 -  item ^
loo­
se
40-
2 0 -
sw0-f
-2 0 -
-♦0-:
SALT SNP EN ENEN SN-60 SHO S EN
OT
SALT .
152
d i f fe r e n t ia te  c le a r ly  between respondents, and can not therefore  
be considered as central to the groups overa ll conceptualisation  
of inform ation-g iv ing. No respondents mentioned tha t provision of 
information to th is  carer may resu lt  in changes in a t t i tu d es  and 
behaviour (Item 3 ) .
Of the 4 Items perta in ing to the In te rac tio n a l model two items 
c le a r ly  d i f fe re n t ia te d  between respondents, Item 6 and Item 7. 
The remaining Items can not therefore  be considered as central to  
the group for th is  scenario. Item 6, "Carers past experience of 
caring w i l l  influence information and support given" was used by 
the social worker but no other s t a f f .  Item 7, "how the carer 
makes sense of i l l  health w i l l  e f fe c t  how they ass im ilate  
information" was used by an enrolled nurse only follow ing  
presentation of th is  scenario.
Items 2 and 7 p a r t i t io n  the p lo t in a s im ila r  way. Both provide a
v e r t ic a l  p a r t i t io n  in the bottom l e f t  of the p lo t  and
d i f fe r e n t ia te  some members of the nursing s t a f f  from both enro lled  
and s t a f f  nurse le v e l ,  and a speech and language th e ra p is t ,  from 
the rest of the s t a f f  group which includes the remaining nursing 
s t a f f ,  th erap is ts , SHO and social worker. This suggests tha t the  
group can be d i f fe re n t ia te d  by these two items and th a t  they
responded to these items in s im ila r  ways. This shows th a t  the  
s t a f f  member using the In te ra c tio n a l Model Item 7 also used the 
D e f ic i t  Model Item 2. The Items th a t  d iv ide the group up can be 
regarded as the core Items fo r  th is  group in terms of in form ation-  
giving in th is  Scenario.
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3 . 3 . 1 . 2 .  Frequency data for Scenario 1
What follows is  a tab le  presenting the numbers of s t a f f  using the 
d i f fe re n t  Models (Table 3 ) .
Table 3: Models of Information-Giving used in Scenario 1.
Models Number of S ta f f  D isc ip line
In te rac tio n a l only 5 Physio,2*E.N's,S.W,
S .A .L.T .
D e f ic i t  only 6 2*S .N ,E .N ,S .A .L .T ,
P hysio .,0 .T .
Combination 4 S.H.O.,2*E.N,W.S.
As the tab le  shows, the m ajority  of s t a f f ,  by a small margin, used 
the D e fc it  model only fo r  th is  Scenario.
Of the s ta f f  that responded using the In te rac tio n a l Model only one 
E.N used Item 7. The Social Worker was the only s t a f f  member to  
use both Items 5 and 6, with the remaining s ta f f  in th is  category 
using only Item 5. Items 3 and 8 were not used in response to  
th is  Scenario.
In summary, two sub-groups of s t a f f  tha t responded in an id en t ic a l
manner. Items from both the D e f ic i t  and In te ra c tio n a l Models
(2 ,6 ,7 )  helped s p l i t  the s t a f f  group. Two Items (2 ,7 )  s p l i t  the
group in a s im ila r  way ind ica ting  tha t  there is  a d iffe rence  
between the responses of a group of nursing s t a f f  and the speech
and language therap is ts  and the remaining s t a f f .
The m ajority of s t a f f  in th is  Scenario used the D e f ic i t  Model 
only. The responses of the Social Worker were qu ite  d i f fe r e n t
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from other s ta f f  responses to th is  Scenario being the only person 
in the group to recognise the importance of the care r 's  past 
experiences of caring (Item 6 ) .  There were some Items from the 
D e f ic i t  and In te rac tio n a l Models that were not used (Items 3 and 
8) by any members of s t a f f .
3 .3 .1 .3  MSA In te rp re ta t io n  fo r  Scenario 2
Figure 10 shows the composite MSA p lo t summarising the Items used 
by the s ta f f  group fo r  Scenario 2.
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3 s ta f f  were categorised as having responded in exactly  the same 
way to th is  scenario, the physiotherapists and one enrolled nurse 
and therefore p lotted  as one.
All the respondents are grouped in the bottom h a lf  of the p lot
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except for the SHO who is  just above the m id-line in the r ig h t  
quarter of the p lo t .  This indicates that her responses d i f f e r  
from the other respondents in th is  scenario. 11 of the 
respondents were positioned in the bottom rig h t quarter of the 
p lo t ,  and 2 respondents (both speech and language therap is ts ) more 
towards the m id-line and s l ig h t ly  to the l e f t  of the group of 11. 
The occupational therap is t is  positioned to the fa r  l e f t  of the 
plot ind icating  that there is  some difference between her 
responses and those of the other respondents.
Only one Item from e ith e r  the D e f ic i t  Model and In te rac tiona l  
Model c le a r ly  d i f fe re n t ia te d  between respondents (See Figure 11, 
and appendix for remaining Items fo r Scenario 2 ) .  This is  Item 6, 
from the In teractiona l Model "carers past experience of caring  
w il l  influence information and support given". The SHO, the two 
Speech and Language Therapists and the Occupational Therapist and 
one E.N. were the s ta f f  that mentioned th is  in th e ir  response to 
th is  scenario. None of the other items c le a r ly  d if fe re n t ia te d  
respondents from each other, and two items. Item 3 ("Provision of 
information w il l  resu lt  in more benefic ia l a tt itudes  and 
behaviour"), and Item 8 ("changing the re la t ives  model may help 
them understand i l l  health and use more e f fe c t iv e  management 
stra teg ies") were not used at a l l  by any of the s ta f f  group.
The occupational therap is t was the only respondent to use Item 7 
("how th is  carer makes sense of i l l  health would e f fe c t  how they 
would assim ilate inform ation").
No one s ta f f  member discussed the potentia l change in a tt i tu d es  
and behaviour following provision of information in th is  case or 
how exploring the re la t ives  model of i l ln e s s  may shape th e ir  
provision of information (Item 3 and Item 8 ).
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Figure 11,: Item 6, In te rac tio n a l Model: Hypothesis 1 Scenario 2
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3 .3 .1 .4 .  Frequency data fo r  Scenario 2
The following Table presents a summary of the numbers of s t a f f  
using the d i f fe re n t  Models of In form ation-g iv ing.
Table 4: Models of Information-Giving Used in Scenario 2.
Models Used Number o f S ta f f
In te rac tiona l only 1
D e f ic i t  only 9
Combination 5
D isc ip lin e
E.N.
4*E.N,W.S,2*Physios,
S.N.,S.W.
S .H .0 . ,2 *S .A .L ,T ,0 .T ,
S.N.
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As the Table shows the m ajority  of the s ta f f  group used the
D e f ic i t  Model to shape th e ir  in form ation-giv ing fo r  th is  Scenario. 
Only an E.N. used the In te rac tio n a l Model only and the remaining 
s t a f f  group used a combination of the Models. The m ajority  of the  
nursing s ta f f  used the D e f ic i t  Model only, the Physiotherapists  
used the D e f ic i t  Model only, and the Speech and Language
Therapists used a combination of the Models.
None of the s t a f f  group used Item 3 or 8.
In summary, from the MSA only 1 of the s ta f f  group used the
In te ra c tio n a l Model only. Two sub-groups of s t a f f  were 
categorised as responding in a markedly d i f fe re n t  manner to each 
other and the remaining s t a f f  group. Only one Item (6 ) ,  from the  
In te ra c tio n a l Model, d i f fe re n t ia te d  between the s t a f f  group.
The m ajority  of s t a f f  used the D e f ic i t  Model of in form ation-giv ing  
only. None of the s t a f f  group used Items 3 or 8. One sub-group 
of s t a f f  responded in an id en tica l manner to th is  Scenario.
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3 .3 .1 .5 .  MSA In te rp re ta t io n  fo r  Scenario 3
Figure 19 shows the composite MSA p lot summarising the Items used 
by the s ta f f  group fo r  Hypothesis 1, Scenario 3.
Hypothesis 1 - Scenario 3
1 0 0 -
Fig 19
80 4
I
60-j
I
40-:I
20 4
0- j
I
- 2 0 -: EN
-^ °^ 8ALT
■ I
-60-j 
-80-1
- 1 0 0 .
SALT
SN
P P EN
S
•
OT EN 
SW
SN
.EN
..E N .
SHO
i
-100 100
The p lo t  indicates tha t 2 sub-groups of s t a f f  were categorised as 
responding in an id en tic a l  manner to th is  scenario: the
occupational th e rap is t ,  an enrolled nurse and the social worker 
responded in the same way, as did the 2 physiotherapists and 
another enrolled nurse.
A ll the respondents are grouped in the bottom l e f t  corner of the 
p lo t except for the SHO, positioned on the fa r  r ig h t  of the p lo t  
ju s t  below the m idline. This shows that she d i f fe r s  considerably  
from the other s t a f f  on th is  scenario.
Of the items from both the D e f ic i t  and In te ra c t io n a l Models, only 
one c le a r ly  d i f fe re n t ia te d  between respondents, Item 1 from the
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d e f ic i t  model, "Provision of any information w i l l  be useful to the 
carer" (See Figure 20, and appendix fo r  remaining MSA plots for  
Hypothesis 1 Scenario 3 ) .  This c le a r ly  d i f fe re n t ia te d  between the 
speech and language therap is ts  and an enrolled nurse, who used i t ,  
and the rest of the s t a f f  group who did not.
The SHO was the only respondent to  use Items 8 and Items 7 from 
the In te rac tiona l model (Item 8 "changing the re la t iv e s  model may 
help them understand i l l  health and use more e f fe c t iv e  management 
stra teg ies" and Item 7 "How the carer makes sense of i l l  health  
w il l  e f fe c t  how they assimilated information and use social 
support").
Figure 20. Item 1, D e f ic i t  Model: Hypothesis 1 Scenario 3
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3 .3 .1 .6 .  Freqency data for Scenario 3
Table 5 presents a summary of the s t a f f  using the d i f fe re n t  Models 
of in form ation-giv ing for Scenario 3.
Table 5: Models of Information-Giving Used fo r Scenario 3.
Models Used Number of S ta f f
In te ra c tio n a l only 0
D e f ic i t  only 8
Combination 7
D isc ip line
4 *E .N . ,S .A .L .T . ,S .N ,  
2*Physios.
S .H .O ,O .T .,S .W .,E .N .,
S .N .,S .A .L .T .,W .S .
The Table shows that the m ajority  of s t a f f  used the D e f ic i t  Model 
only fo r  th is  Scenario. None of the s t a f f  group used the  
In te ra c tio n a l Model only. The remaining s t a f f  used a combination 
of the In te rac tiona l and D e f ic i t  Model of in form ation-g iv ing .
The SHO was the only professional using a l l  aspects of the  
in te ra c t io n a l model and ta lked about the carers understanding of 
i l l  health and how changing th e i r  model may a l te r  th e i r  management 
s tra te g ie s .
In from the MSA, two sub-groups of s t a f f  responded in an id en tic a l  
manner. One Item only (1) from the D e f ic i t  Model s p l i t  the s t a f f  
group.
A small m ajority  of the s t a f f  group used the D e f ic i t  Model of 
In form ation-giv ing fo r th is  Scenario. No one used the  
In te ra c tio n a l Model alone. A ll Items from the two Models were 
used by a t leas t  one of the s t a f f  group. The responses of the
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S.H.O were markedly d i f fe re n t  from the remaining s ta f f  group.
Summary of Results fo r  Hypothesis 1.
1. For each of the Scenarios there were sub-groups of s ta f f  
who shared id en tic a l  patterns of responding. More s ta f f  
shared patterns of responding fo r  Scenario 1 than e ith e r  
Scenario 2 or 3. The same sub-group of s t a f f  shared 
iden tica l patterns of responding fo r  both Scenario 2 and 
Scenario 3.
2. For each Scenario at least one s t a f f  member responded in a
markedly d i f fe re n t  way from the rest of the s t a f f  group, 
ind icating  tha t  they may formulate th e i r  in form ation-giv ing  
in a d i f fe re n t  way.
3. Four Items, two from the D e f ic i t  Model and two from the
In te rac tiona l Model, d i f fe re n t ia te d  c le a r ly  between the 
responses of the s t a f f  group. More Items d i f fe re n t ia te d  
c le a r ly  between s t a f f  fo r Scenario 1 than fo r  Scenario 2 
and 3. Overall the Items that d i f fe re n t ia te d  between the 
s ta f f  group s p l i t  a sub-group of nursing s t a f f  (from a l l  
grades) and a sub-group of therapy and medical s t a f f .
4. The m ajority of s t a f f  used the D e f ic i t  Model fo r  each of
the Scenarios (Scenario 1 = 6; Scenario 2 =9; Scenario 3 = 
8 ) .  No one Model was used in is o la t io n  over the three  
Scenarios. Although the In te ra c tio n a l Model was ra re ly  
used in is o la t io n  for any of the Scenarios more s t a f f  used 
i t  in response to Scenario 1 than e ith e r  Scenario 2 or 3.
5. The number of s t a f f  using a combination of the two Models
increased as the Scenarios increased in complexity.
6. The m ajority  of the s t a f f  group varied in th e i r  use of
inform ation-giv ing Models over the three Scenarios. This
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indicates tha t there is  some f l e x i b i l i t y  in responding. 
There were exceptions to th is  trend. A sub-group 
consisting of a Physiotherapist and a Senior Nurse used the  
D e f ic i t  Model only over the three Scenarios. The S.H.O 
used a combination of the In te ra c tio n a l and D e f ic i t  Models 
over the three Scenarios.
7. A ll the Items from the D e f ic i t  and In te rac tio n a l Models
were used only in Scenario 3. Two Items (3 and 8) were not
used fo r  e i th e r  Scenario 1 or 2. Item 8 was only used by
one of the s t a f f  group (S.H.O) and then only in Scenario 3.
8. Physiotherapists were more l ik e ly  to use the D e f ic i t  Model 
of in form ation-g iv ing, and the S.H.O to use a combination 
of the Models. There were no other c lear trends w ith in  the  
d isc ip lines  to ass ist in the d i f fe r e n t ia t io n  of the 
d is ic ip l in e s .
9. The Items used by the s t a f f  group varied over the
Scenarios. Although there is  no c lear pattern of a
combination of Items being used consistently  over the
Scenarios there are certa in  Items that appear to be used
more frequently . These were Items 1 and 4 from the D e f ic i t
Model and Item 5 from the In te ra c tio n a l Model.
3 .3 .2  Hypothesis 2: Models 
used.
O vera ll,  none of the s t a f f  group used one Model exc lus ive ly  fo r  
any of the three Scenarios. A ll used a combination of more than
one Model. This is  perhaps to be expected to some degree as there
were a greater number of Models than in Hypothesis 1 and there fore  
s t a f f  had a greater p o s s ib i l i ty  of being categorised as responding 
to a greater number of Items. In view of th is  the resu lts  w i l l
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focus on the Models used by the largest number as opposed to the  
e x c lu s iv i ty  of there use.
3 .3 .2  MSA In te rp re ta t io n  fo r  Scenario 1
Figure 29 shows the composite MSA p lo t  summarising the Items used 
from the Models by the s t a f f  group fo r Hypothesis 2 Scenario 1.
Figure 29: MSA p lo t fo r  Hypothesis 2, Scenario 1.
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The responses of the occupational th e rap is t  and one enro lled  nurse 
were coded as iden tica l fo r th is  scenario.
A ll o f the respondents bar one, the SHO, were positioned to  the 
r ig h t of the p lo t (See Figure 28, MSA p lo t for Hypothesis 2, 
Scenario 1). The SHO was positioned to the fa r  l e f t  of the p lo t  
above the midline, ind icating  th a t  she d i f fe r s  su b s ta n tia l ly  from 
the other respondents.
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Five of the fourteen s t a f f  positioned to the r ig h t  of the p lo t  
were positioned in the bottom r ig h t of the p lo t ,  the remaining 
s ta f f  were in the top r ig h t .  The social worker was positioned at  
the bottom edge on the r ig h t  hand side of the p lo t  well removed 
from the other s t a f f .  This indicates tha t she d i f fe r s  
considerably from the other respondents on th is  scenario.
Of the th ir te e n  items perta in ing to the d i f fe re n t  models (Medical, 
Psychological, Physical, Socia l, Communication, see f u l l  breakdown 
in methods section) f iv e  of them c le a r ly  d i f fe re n t ia te d  
respondents from each other (See Figures 30 to  35, Hypothesis 2, 
Scenario 1). These were Item 2 (Medical model "Risk fa c to rs " );  
Items 7, 8 and 9 ( a l l  the items from the Physical model "Motor 
weakness", "Functional motor a b i l i t y " ,  " A c t iv i t ie s  of d a i ly  
l iv in g " ) ;  and Item 10 (Social model "Housing and placement"). The 
remaining items (Items 1, 3, 4, 5, 6, 11, 12 and 13, see appendix) 
did not c le a r ly  d i f f e r e n t ia te  between respondents and can not 
therefore  be considered as central to the d i f fe r e n t ia t io n  of the  
group. These Items can be considered as central to the nature of 
inform ation-giving in th is  Scenario.
Of the items that p art it io n ed  the p lo t .  Item 2 (from the medical
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model) was only used by the SHO. The Items from the Physical
model (7, 8, 9) c le a r ly  d if fe re n t ia te d  between respondents but the 
items s p l i t  the group in s l ig h t ly  d i f fe re n t  ways. Item 7 ("Motor 
weakness") d i f fe re n t ia te d  between a sub-group of 2 enrolled nurses 
and the remaining s t a f f  group, with the 2 nurses mentioning the  
Item and the rest not doing so. Of the s t a f f  group only the SHO 
and Social Worker used Item 8 ("Functional Motor A b i l i t y " ) ,  and 
the SHO and two enrolled nurses used Item 9 ( " A c t iv i t ie s  of d a i ly  
l iv in g " ) .  Item 10 ("Housing and Placement") was used by the  
Social Worker alone.
3 .3 .2 .2 .  Frequency data fo r  Scenario 1
The m ajority  of the s t a f f  f e l t  tha t some basic medical information  
(Items 1 and 2) would be useful, but only 1 s t a f f  member suggested 
giving information on medication (Item 3 ) .
Only one s t a f f  member, an enrolled nurse, suggested tha t  
information on emotional changes in the patien t (Item 5) may be 
useful to the carer in th is  scenario.
3 out of the 15 s t a f f  commented th a t  i t  was important to give  
information on cognitive and neuropsychological changes (Item  5 ) in  
th is  patien t fo llow ing the stroke (enro lled  nurse, SHO and one 
speech and language th e ra p is t ) .
5 s ta f f  (social worker, enro lled  nurse, s t a f f  nurse, 
physiotherapist and speech and language th e ra p is t )  ta lked  of 
providing information on the possible psychological impact on 
the carer.
8 of the 15 s t a f f  mentioned tha t some discussion about social 
support for the carer would be important in th is  case (the 2 
physiotherapists, SHO, 2 enrolled nurses, 2 speech and language 
therap is ts  and the occupational th e ra p is t ) .
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The following Table presents a summary of Models used by the s ta f f  
group fo r Scenario 1. For each Model i t  presents the to ta l  number 
of s t a f f ,  out of the group of 15, and summarises the d isc ip lin es  
using one or more Items of each Models. "Nursing" re fers  to the 
nursing s t a f f ,  "Medical" re fers  to the S.H.O., and "Therapy" 
re fers  to the therapy s t a f f  (Physiotherapy, Occupational Therapy, 
Speech and Language Therapy and Social Work).
Table 6: Models used fo r  Scenario 1, Hypothesis 2.
Models used Number using D isc ip line
Medi cal 7/15 Nursing/Medical/Therapy
Physical 5/15 Nursi ng/Medi cal/Therapy
Soci al 10/15 Nursi ng/Medi cal/Therapy
Psychological 8/15 Nursi ng/Medi cal/Therapy
Communication 1/15 Therapy
The Table shows that at least one Item from each of the Models are  
used by one or more d isc ip lin es . At least one representative from 
the Nursing, Medical and Therapy d isc ip lin es  use an Item from the  
Medical, Physical, Social and Psychological Model. Only one of 
the s t a f f  group (a Speech and Language Therapist) used the  
Communication Model. The largest numbers of s t a f f  use a 
combination of the Psychological, Social and Medical Model fo r  
th is  Scenario.
In summary, from the MSA there was one sub-group of s t a f f  who 
responded in an iden tica l manner. Items from the Medical, 
Physical and Social Models d i f fe re n t ia te d  c le a r ly  between
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respondents fo r th is  scenario. Five of the Items perta in ing to  
the Medical Model, Physical Model and the Social Model 
d i f fe re n t ia te d  c le a r ly  between the s ta f f  group. These Items did 
not s p l i t  the group in a s im ila r  way. None of the Items in the  
Psychological or Communication Models d i f fe re n t ia te d  c le a r ly  
between respondents and therefore  cannot be considered as central 
to  the s ta f f  group concerning th is  scenario.
The Social Model was most frequently  used fo r  th is  Scenario and 
the Communication Model le a s t .A l l  the Items over a l l  the Models 
were used at least once by at least one of the s t a f f  group. The 
responses made by the S.H.O and the Social Worker were markedly 
d if fe re n t  to rest of the s ta f  group.
3 .3 .2 .3 .  MSA In te rp re ta t io n  fo r  Scenario 2
Figure 43 shows the composite MSA p lo t summarising the Items used 
by the s ta f f  group fo r Hypothesis 2, Scenrio 2.
Figure 43 MSA p lo t fo r  Hypothesis 2, Scenario 2.
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The responses of the 2 senior nurses and ward s is te r  were
categorised as id en tic a l  fo r  th is  scenario, as were the responses
of the 2 speech and language therap is ts .
A ll  the respondents are grouped at the top h a lf  of the p lo t ,  
except fo r the occupational th erap is t who is  positioned at the 
bottom l e f t  of the p lo t (See Figure 43, MSA p lo t fo r  Hypothesis 2, 
Scenario 2 ) .  This shows that her responses d i f f e r  considerably  
from the other respondents on th is  scenario. The two speech and 
language therap is ts  are also su b s ta n tia l ly  d i f fe re n t  from the
other respondents as they are positioned at the top of the p lo t in
the l e f t  quater. Four nursing s t a f f  (2 senior nurses, the ward 
s is te r  and an enrolled nurse) are positioned in the top r ig h t
quadrant of the p lo t with the remaining group of eight s t a f f  in a 
core group towards the centre of the top l e f t  quater of the p lo t .  
This indicates that the responses of the s t a f f  group of 8 were 
s im ila r .
Of the th ir teen  items perta in ing to the models only two c le a r ly  
d if fe re n t ia te d  between respondents. Item 3 (Medical model
"Medication") and Item 5 (Psychological "Cognitive and
Neuropsychological changes"). The remaining 11 items did not 
c le a r ly  d i f f e r e n t ia te  between respondents and therefore  cannot be 
considered as central to the s t a f f  group (See Figures 46 to 56, 
MSA plots fo r  Items 1 to 13, Hypothesis 2, Scenario 2 in 
appendix).
Only the two speech and language th erap is ts  used Item 5
("Medication") and th is  d i f fe re n t ia te d  them from the rest of the  
s t a f f  group who did not use i t  fo r  th is  scenario. Item 3
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("Cognitive and Neuropsychological Changes") d i f fe re n t ia te d  
between the s ta f f  group too but s p l i t  the respondents in another 
way, with only nursing s t a f f  (two senior nurses, the ward s is te r  
and an enrolled nurse) using i t .
Items 7 (Physical model "Motor Weakness") and 9 (Physical model 
" A c t iv i t ie s  of d a i ly  l iv in g " )  were not used by any s t a f f  and 
therefore  do not ass ist in the d i f fe r e n t ia t io n  between 
respondents.
3 .3 .2 .4 .  Frequency data fo r  Scenario 2
6 of the s t a f f  group f e l t  that basic medical information regarding 
stroke would be useful to the carer, and 4 f e l t  that r is k  factors  
should be discussed with the carer.
The occupational th erap is t alone used Item 6 (Psychological model 
"Psychological consequences fo r cares").
Only 6 of the s t a f f  group used one of the items from the Physical 
model. None of the s t a f f  used Item 8 ("Functional motor 
ab i1i t y " ) .
7 of the 15 s t a f f  mentioned the provision of information regarding  
social support, and benefits  and services (Items 11 and 12).
None of the s t a f f  group used Item 10 (Social model, "Housing and 
Placement").
5 of the 15 s ta f f  (physiotherapist, occupational th e ra p is t ,  2 
enrolled nurses, and SHO) used Item 13 (Communication model).
The following Table presents a summary of the Models used by the 
s ta f f  group in response to th is  Scenario.
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Table 7: Models Used by S ta f f  fo r Scenario 2, Hypothesis 2.
Models used Number using Di sc ip l in e
Medical 11/15 Nursing/Therapy
Physi cal 6/15 Nursi ng/Therapy
Social 9/15 Nursi ng/Medi cal/Therapy
Psychological 11/15 Nursing/Medical/Therapy
Communication 5/15 Nursi ng/Medi cal/Therapy
The Table shows that the Psychological and Medical Models were 
most frequently  used by the s t a f f  group. The smallest number of 
s ta f f  used the Communication Model. The Medical representative  
did not use the Medical or Physical Model fo r  th is  Scenario. At 
least one s t a f f  member from the Nursing and Therapy group used at  
least one Item from a l l  of the Models.
In summary, two sub-groups of s t a f f  responded in an id en tica l  
manner. Two Items, one from the Medical Model and one from the 
Psychological Model, c le a r ly  d i f fe re n t ia te d  between the s t a f f  
group. They did not s p l i t  the group in a s im ila r  manner.
The m ajority of the s t a f f  group used the Psychological and Medical 
Model fo r  th is  Scenario.
Two Items (7 and 9) were not used fo r  th is  Scenario. The 
responses made by the Occupational Therapist and a group of  
nursing s t a f f  were markedly d i f fe re n t  to the remiaining s t a f f  
group.
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3 . 3 . 2 . 5 .  MSA p lo t for Scenario 3
Figure 57 shows the composite MSA p lo t summarising the Items used 
by the s t a f f  group fo r  Hypothesis 2, Scenario 3.
Figure 57 MSA p lo t fo r  Hypothesis 2 Scenario 3 
Hypothesis 2 - Scenario 3
100
SALT
EN
EN
SN
SALTEN
SN
SWENSHO
OT
100
None of the s t a f f  shared p ro f i le s  fo r  th is  scenario so were 
plotted  in d iv id u a lly .  This shows that no responses were iden tica l  
for th is  scenario (See Figure 57, MSA p lo t fo r  Hypothesis 2 
Scenario 3 ).
Thirteen of the respondents are grouped below the m id -line  of the 
p lo t .  The remaining two respondents (physiotherapist and speech 
and l^guage th e rap is t)  are positioned above the m id -line  in the 
r ig h t quater of the p lo t .  This shows that they d i f f e r  from the 
other respondents in th is  scenario. The SHO and an enrolled nurse 
are positioned to the fa r  l e f t  in the lower l e f t  quater of the
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p lo t ,  and the occupational therap ist is  in the fa r  r igh t of the 
plot in the lower r ig h t quarter. This suggests that they d i f f e r  
from other respondents in th is  scenario.
Of the th ir teen  items pertaining to the models six of them
assisted in c le a r ly  d i f fe re n t ia t in g  between respondents. These 
were Items 3 (Medical model "Medication"); 7, 8 and 9 (Physical 
model, "Motor Weakness", "Functional motor a b i l i t y "  and 
"A c t iv it ie s  of da i ly  l iv in g " ) ;  10 and 12 (Social model, "Housing 
and Placement" and "Benefits and Services". The remaining seven 
did not c le a r ly  d i f fe r e n t ia te  between the respondents and cannot 
therefore be considered as central to the group. None of the items 
in the Psychological or Communication model helped to
d i f fe r e n t ia te  between respondents (See Figures 58 to 63, MSA plots  
for remaining Items, 64 -  70, in appendix).
Item 3 "Medication" was used by a group of nursing s ta f f  and the
SHO (two enrolled nurses and 2 s ta f f  nurses). A ll of the Items in
the Physical model d if fe re n t ia te d  c le a r ly  between the s t a f f  group. 
Items 7 and 8 s p l i t  the group in a s im ila r  way along the bottom 
r ig h t hand corner of the p lo t .  Item 7 was used by the 
occupational therap is t,  and Item 8 was used by the occupational 
therap ist and the social worker. Item 9 also d if fe re n t ia te d  
between the respondents but s p l i t  the s ta f f  group h o r izo n ta lly  in 
the top h a lf  of the p lo t ,  with the physiotherapist the only one to  
use the item.
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3 . 3 . 2 . 6 .  Frequency data fo r  Scenario 3
11 of the s ta f f  group said th a t  i t  would be helpful to provide the 
carer in th is  scenario with some form of medical information. The 
4 tha t  did not mention medical aspects were a physiotherapist, the 
social worker, occupational th erap is t and enrolled nurse.
12 of the 15 s ta f f  used at leas t one Item from the Psychological 
model, 9 used Item 4 "Emotional changes"), 5 used Item 5 
("Cognitive and Neuropsychological changes"), and 4 used Item 6 
("Psychological consequences fo r  care rs") .  2 senior nurses and 
the SHO did not mention any of the items in the Psychological 
model.
6 of the 15 s t a f f  used at leas t one item perta in ing to the Social 
model in response to th is  scenario.
The following Table presents a summary of the numbers of s ta f f  
using the d i f fe re n t  Models fo r  th is  Scenario.
Table 8: Models used by S ta f f  fo r  Scenario 3, Hypothesis 2.
Models Used Number Using Disc ip line
Medical 11/15 Nursi ng/Therapy/Medi cal
Physical 2/15 Therapy
Soci al 6/15 Nursi ng/Therapy/Medi cal
Psychological 12/15 Nursi ng/Therapy
Communication 3/15 Nursing/Therapy
The Table shows that more s ta f f  used the Psychological and
Medical Models. The Physical and Communication Models were used 
by few s ta f f .  The Medical representative used the Medical and
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Social Model fo r  th is  Scenario. At leas t one s t a f f  member from
the Nursing and Therapy group used the Medical, Socia l,
Psychological and Communication Models, but only Therapy s t a f f  
(Occupational Therapist and Social Worker) used the Physical 
Model.
In summary, none of the s t a f f  had id en tica l patterns of
responding. Six Items s p l i t  the group c le a r ly .  These were Items 
from the Medical, Physical, and Social Models. Items from the 
Physical Model s p l i t  the group in a s im ila r  fashion but the  
remaining Items that did d i f f e r e n t ia te  c le a r ly ,  did not s p l i t  the  
group in a s im ila r  manner.
The m ajority  of s t a f f  used the Psychological and Medical Models. 
One Item in the Scenario, from the Physical Model, was not used by 
anyone fo r  th is  Scenario. One sub-group of s t a f f  (the two 
Physiotherapists and a Speech and Language Therapist) had markedly 
d i f fe re n t  responses when compared to the remaining s ta f f  group.
Summary of Results from Hypothesis 2.
1. There were sub-groups of s t a f f  responding in an id en t ic a l
manner fo r Scenario 1 and Scenario 2, but none fo r Scenario
3. The sub-groups of s t a f f  were d i f fe re n t  in each 
Scenario.
2. A number of Items d i f fe re n t ia te d  c le a r ly  between the 
responses of the s t a f f  group in each Scenario. More Items 
d if fe re n t ia te d  between s t a f f  in Scenario 3. The same Items 
d if fe re n t ia te d  between the responses of s t a f f  fo r  Scenario 
1 and Scenario 3. These were Items from the Physical Model 
and Social Model. Over the three Scenarios the Items did  
not s p l i t  the group in a consistent, coherent manner.
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however there was a trend towards the use of a mixture of 
the Physical and Social Models.
3. For each Scenario there was at least one member of the
s t a f f  group tha t responded in a markedly d i f fe re n t  manner 
to the remaining s t a f f  group. However th is  s t a f f  member 
was not the same over the Scenarios.
4. Overall the s t a f f  group used a combination of the f iv e  
Models over the three Scenarios. There is  some evidence 
that there is  f l e x i b i l i t y  in the app lication  of the models 
over the d i f fe r e n t  Scenarios. There were no c lear
patterns emerging as to certa in  d is icp lin es  using certa in  
Models.
5. Very few s t a f f  used the Communication Model. Over the
three Scenarios i t  was used most frequently  fo r  Scenario 2 
and least fo r  Scenario 1. The m ajority  of s t a f f  used the 
Psychological Models over a l l  Scenarios although the number 
using i t  increased as the Scenario became more complex. 
Large numbers of s t a f f  used the Social Model but, in  
contrast to the Psychological Model, the numbers decreased
as the Scenarios became more complex.
6. The S.H.O did not use the Medical or Physical Model fo r
Scenario 1 or 2 but used a l l  Items w ith in  the Medical Model 
fo r  Scenario 3.
7. A ll  Items were used by a t leas t one member of s t a f f  fo r  at
least one Scenario. There was no Item consis ten tly  not 
used over the Scenarios. As indicated e a r l ie r  the most
frequently  used Items were from the Psychological and
Medical Models.
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CHAPTER 4 
DISCUSSION
This chapter is  divided in to  four sections. The f i r s t  w i l l  
examine each of the hypotheses postulated in the introduction in 
the l ig h t  of the results  of th is  study. The second section w i l l  
h igh ligh t the issue of r e l i a b i l i t y  and v a l id i t y  of the measures 
used in the current study. The th ird  section w i l l  h igh ligh t  
l im ita t io n s  of the current study, and the f in a l  section outlines  
implications and suggestions fo r fu tu re  service developments based 
on the resu lts .
Section 4 .1 .1  Hypothesis 1: D e f ic i t  v In te rac tio n a l Model.
The current study predicts tha t s t a f f  in a s p e c ia l is t  stroke un it  
use an In te rac tiona l Model of inform ation-g iv ing.
This is  based on l i t e r a t u r e  ( fo r  example, Twigg and Atkin 1994, 
Peters and McLean 1986) that proposes tha t the evolution in stroke  
re h a b i l i ta t io n  -  characterised by an increasing emphasis on
ind iv idualised  care, in te rd is c ip l in a ry  team working, and an
increasing awareness of the important ro le  of the carer -  has 
resulted in a greater appreciation of the importance of
in te ra c t iv e  processes of in form ation-g iv ing . Some researchers 
such as T a r r ie r  and Barrowclough (1992), propose that s t a f f  are 
more l ik e ly  to use an In te rac tio n a l Model, and th is  model is  most 
e f fe c t iv e  in improving carers ' w ell-being  and cooperation in  
re h a b i l i ta t io n .
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The results  show that the D e f ic i t  Model most commonly shaped 
in form ation-giv ing over the three Scenarios. However the numbers 
of s t a f f  using the D e f ic i t  Model only represented only a small 
m ajority , and only s l ig h t ly  fewer s ta f f  used a combination of the 
In te rac tio n a l Model and D e f ic i t  Model over the three Scenarios. 
S ta f f  were more l ik e ly  to use a combination of the Models to shape 
th e i r  inform ation-giv ing as the complexity of the Scenarios 
increased. The In te rac tio n a l Model alone was used in Scenario 1 
and 2 by a small number of s t a f f ,  but more frequently  in response 
to Scenario 1.
Overall there is  no coherent model used by the s t a f f  group as a 
whole, or w ith in  ind iv idual d isc ip lin es , tha t  shapes the  
inform ation-giving process. One would expect the MSA p lo t to show 
the s ta f f  more frequently  placed closer together in the space i f  
there were more s im i la r i t ie s  between the s t a f f  group. In 
addition , the MSA p lo t would show that the s t a f f  were consis tently  
placed closer together over the three Scenarios i f  i t  were to  
r e f le c t  a coherent used model of in form ation-g iv ing.
This does not provide empirical support fo r  the hypothesis 
outlined above.
Although the study does not provide support fo r  the arguÿment tha t  
s t a f f  use an In te ra c tio n a l Model of in form ation-g iv ing in  
is o la t io n ,  there is  evidence that the m ajority  of the s t a f f  group 
had some appreciation of the in te ra c tio n a l nature of inform ation-  
giv ing, demonstrated by th e i r  use of at least one In te ra c tio n a l  
Model Item. However, although few of the s t a f f  took in to  account 
the carers ' model of i l ln e s s ,  which would according to T a r r ie r  and 
Barrowclough (1994) represent a purer in te ra c tio n a l understanding, 
many s t a f f  recognised the importance of considering the carers '
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past experience of caring and the impact th is  might have on the 
nature and extent of information offered.
The study shows that s t a f f  did not use a u n if ied , coherent and 
consistent model of inform ation-giv ing and the results  suggest 
tha t overa ll there were few s im i la r i t ie s  in inform ation-giv ing  
w ith in  the s ta f f  group. One s im i la r i ty  tha t  does ex is t  is  that  
small numbers of s t a f f  responded in an id en tic a l  manner -  using 
the same Items to shape th e i r  in form ation-giv ing -  fo r each of the 
three Scenarios. More s t a f f  shared patterns of responding fo r  the 
more simple Scenario than the more complex ones. I t  is  d i f f i c u l t  
to abstract a pattern from th is  as the groups of s ta f f  sharing 
responses was not broadly consistent over the Scenarios.
Although there were some s im i la r i t ie s  among the s t a f f  group in  
terms of aspects of the Models used, there is  evidence of a c lear  
d i f fe r e n t ia t io n  between some of the nursing and therapy s t a f f ,  and 
the medical representative. The exact nature of th is  s p l i t  is  
unclear but the resu lts  suggest that the S.H.O was the only s t a f f  
member to consis tently  use a combination of the two inform ation-  
giving Models. This may re f le c t  a greater degree of f l e x i b i l i t y  
in her use of the Items. The S.H.O also demonstrated a more 
in te ra c tio n a l understanding of the nature of in form ation-g iv ing  
when compared to the rest of the s t a f f  group and was the only 
s t a f f  member to take in to  account the carers ' model of i l ln e s s  
p rio r  to the provision of information, a l lb e i t  only fo r the most 
complex Scenario. While on cannot generalise about between 
professional d ifferences on the basis of a s ingle case, one can 
draw conclusions regarding the s im i la r i t ie s  and d ifferences
between the s t a f f  group studied on the stroke u n it .
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The s p l i t  between the nursing and therapy s t a f f  and the S.H.O may 
ind icate  differences between the d isc ip lin es , rooted in approaches 
to t ra in in g .  However, to establish the true impact of t ra in in g  
and indiv idual d ifferences one would need to look at the decision­
making processes underlying the formulation of in form ation-g iv ing .
A number of s t a f f  consis tently  responded in a way tha t
demonstrates that th e i r  approaches to in form ation-giv ing are 
d i f fe re n t  from the rest of the s t a f f  group. The Speech and 
Language Therapists, Social Worker, Occupational Therapist and
S.H.O were most often positioned on the periphery of the s t a f f  
group over the Scenarios. This c le a r ly  has im plications fo r  the 
provision of a cohesive approach to the provision of information  
and fo r  the extent to which the s ta f f  group functions as a team.
The common theme of d ifference w ith in  the s t a f f  group tha t  has 
emerged from th is  study would suggest a number of th ings. 
F i r s t ly ,  there is  no c lea r-cu t d is t in c t io n  between the D e f ic i t  and 
In te rac tio n a l Models of in form ation-giv ing as indicated by T a r r ie r  
and Barrowclough (1992).
Secondly, although some Items from both Models were more 
frequently  used than others -  and some were consis ten tly  less  
frequently  used -  there is  no evidence from the current study tha t  
s t a f f  were consistently  using a combination of Items from the  
inform ation-giving Models tha t may form a d is t in c t  a l te rn a t iv e  
Model. One might conclude from th is  that the Models of  
inform ation-giving are useful fo r  providing th e o re t ic a l  
d e f in it io n s  but do not r e f le c t  actual c l in ic a l  models of  
in form ation-giv ing.
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Although the theore t ica l Models of in form ation-giv ing are drawn 
la rg e ly  from the l i t e r a t u r e  on mental health and schizophrenia, 
the l i t e r a t u r e  indicates ( fo r  example, Broome 1994) that they can 
also be used as more general models and applied in the f i e ld  of
physical health. This suggested that the Models would perhaps be
appropriate to use as a template to investigate  the provision of
information to carers in stroke re h a b il ta t io n .  The findings of
the current study suggest that the Models are th eo re t ic a l  notions 
tha t can not be used fo r general app lications.
I t  is  possible tha t the in form ation-giv ing Models are more
applicable to the f i e ld  of psych ia tr ic  i l ln e s s  where carers ' have 
more developed lay models of i l ln e s s .  There is  unarguably less  
consensus in the medical and psych ia tr ic  arena regarding the 
causes of schizophrenia than in stroke where the underlying
mechanisms and predisposing factors are more c lear cut.
Despite th is  there are certa in  aspects of the Models which can be
applied to stroke, tha t  would shape and f a c i l i t a t e  inform ation-
giving practice . Although s t a f f  ra re ly  acknowledged the
importance of establishing the carers ' understanding of stroke and 
i t s  consequences, and th e ir  lay models of stroke, when i t  was i t  
was more l ik e ly  in the most complex Scenario characterised by 
personality  changes in the stroke p a t ie n t .  This suggests th a t  the 
Models of inform ation-giv ing are more appropriate in cases where
there is  evidence of personality  change. Perhaps the
In te rac tiona l Model would be more appropriate ly  used in stroke  
re h a b i l i ta t io n  fo r  carers ' where major re la tionsh ip  issues a r is e ,  
or are exacerbated by the sequalea of the stroke.
I f ,  as T a r r ie r  and Barrowclough (1986) argue, the In te ra c t io n a l
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Model is  the more e f fe c t iv e  Model to shape inform ation-giv ing then 
th is  may explain the d issa t is fa c tio n  with levels  of information  
received noted in the previous study.
As the concept underlying the use of the D e f ic i t  Model is  that any 
information w i l l  increase the understanding of carers and have 
ben efic ia l e f fe c ts  on th e i r  behaviour and a t t i tu d e s ,  one would 
expect the frequent use of the D e f ic i t  Model alone would lead one 
to more information being given to carers. The previous study in 
th is  p o r t fo l io ,  and other studies ( fo r  example Anderson 1992) 
mentioned e a r l ie r ,  ind icate  that th is  is  not the case. However 
th is  is  not explored in the current study.
There is  evidence from the present study tha t when the carer 
e x p l ic i ty  requests information, the s t a f f  w i l l  be more l ik e ly  to  
use a D e f ic i t  Model of inform ation-g iv ing. This re f le c ts ,  what 
Twigg and Atkin (1994) describe as the reac tive , as opposed to the 
proactive, approach s t a f f  have to informing carers. I t  is
feas ib le  that s ta f f  may be using a reactive  approach to the 
provision of information to carers, and th is  approach, combined 
with a D e f ic i t  Model resu lts  in l im ited  information ac tu a lly  being 
provided.
This re a c t iv i ty  could compound the process of providing
information to c a re rs '.  I f  s t a f f  used the D e f ic i t  Model in  
iso la t io n  and were more proactive in th e i r  o f fe r  of information  
one would expect carers ' to report at least a q u a n tita t iv e  
increase in the information they received. Even i f  s t a f f  base 
th e i r  inform ation-giv ing on the D e f ic i t  Model the information tha t  
is  recieved by the carer w i l l  depend in turn on whether the s t a f f  
use a they use a reactive  or proactive approach.
More information, as discussed e a r l ie r  in th is  study, does not 
necessarily mean that the carer w i l l  ass im ila te  i t  in a way tha t
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is  useful to them or encourages th e i r  cooperation in 
r e h a b i l i ta t io n  and may explain why previous studies have shown a 
reported d issa t is fa c t io n  with information received.
I t  is  important to h igh ligh t several other factors tha t might 
influence the actual information that is  received by c a re rs '.  
These can be divided in to  two main strands, indiv idual d ifferences  
among the ca re rs ',  covered in d e ta i l  in the previous study in th is  
p o r t fo l io ,  and, id iosyncra tic  sty les or assumptions w ith in  the 
s t a f f  group. The la t t e r  might include the assumption that carers ' 
received adequate information, or, that the need fo r  information  
was recognised but outside the ind iv iduals  remit or ro le , or 
expertise .
To summarise:
1. The s t a f f  group did not use a coherent model of 
in form ation-g iv ing, although some patterns emerged 
ind icating  consistent approaches by some ind iv idua ls  and 
w ithin  d is c ip lin e s . No a l te rn a t iv e  model of inform ation-  
giving was implicated and while there was some structure  
evident in Scenario 1, th is  was not consistent over 
Scenarios 2 and 3.
2. S ta f f  had some awareness of the in te ra c tio n a l nature of 
inform ation-giving but th is  did not consis ten tly  shape 
th e ir  in form ation-g iv ing.
3. There is  evidence that s t a f f  are working re a c t iv e ly  rather  
than proactive ly  when i t  comes to providing information.
4 .1 .2  Hypothesis 2: Models Used
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Hypothesis 2 postulates that s ta f f  on the s p e c ia l is t  stroke unit 
w il l  draw on a range of models to shape the aspects of stroke on 
which they provide information to carers.
This hypothesis is  drawn from the research by Twigg and Atkin  
(1994) and Peters and McLean (1986) which suggests that the 
evolution in organisational Models of working w ith in  neurological 
re h a b i l i ta t io n  -  from m u lt id is c ip lin a ry  to more in te rd is c ip l in a ry  
models of working -  resu lts  in a more h o l is t ic  approach to working 
with patients and th e i r  carers. In te rd is c ip l in a ry  working 
increases s t a f f  knowledge of the roles of other d isc ip lines  
previously working in iso la tio n  and increases th e i r  awareness of 
a l l  apsects of functioning, thus providing a common framework 
shaping the type of information given to carers.
In support of th is  hypothesis the current study shows th a t  the  
s t a f f  group on the stroke unit did use a broadly h o l is t ic  approach 
to shape inform ation-g iv ing. This was re f lec te d  in th e ir  use of a 
combination of the models such as Physical, Medical, 
Psychological.
There is  also evidence of some f l e x i b i l i t y  in s ta f fs '  app lication  
of the Models over the Scenarios but no c lear pattern of s p e c if ic  
d isc ip lin es  using p a r t ic u la r  Models exc lus ive ly , or a p a r t ic u la r  
combination of Items in preference to others from the d i f fe r e n t  
Models.
The results  ind icate  that as the Scenarios became more complex the  
Models used by the s t a f f  became more d iverse, drawing on 
increasingly d i f fe re n t  Items w ith in  the Models. This c le a r ly  has 
implications fo r  providing s t a f f  with more guidance, ensuring 
there is  a c lea r ,  e x p l ic i t  approach with more complex cases, with
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recognised avenues for re fe r ra l  on to more s p e c ia lis t  services i f  
required. S ta f f  t ra in in g  to ass ist the early  detection of 
emerging d i f f i c u l t i e s  and possible ways of intervening are also 
implicated.
Across the s t a f f  group several patterns did emerge, providing an 
insight in to  the aspects of stroke and i t s  consequences the s t a f f  
group perceived as needed by the carers. Some of these w i l l  be 
explained in more d e ta i l .
( i )  The Psychological and Medical Models were most frequently  
used. I t  is  perhaps not surprising that the Medical Model 
is  used frequently  as one would expect hospital s t a f f  
working in a re h a b i l i ta t io n  se tt ing  to be aware of the need 
fo r medical information. H is to r ic a l ly  too, in a medical 
sett ing  th is  has been the most dominant model. The 
frequent use of the Psychologial Model demonstrates a 
greater understanding of the importance of the  
psychological impact of stroke than indicated by Herbert 
and Salmon (1995) who suggested tha t the nursing s t a f f  on
the stroke un it  are poor at consis ten tly  recognising the
well-being of patients and carers. This study suggests
that nursing s t a f f  are aware of the psychological impact of 
caring. This could r e f le c t  the move towards more
in te rd is c ip l in a ry  working and exposure to other models. 
However, the study did not explore the actual information  
provided by the s ta f f  and i t  is  possible tha t there is  a 
discrepancy between what they acknowledge as useful and 
what is  provided.
( i i )  I t  is  in te res ting  tha t although the Medical Model was used
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by the m ajority  of s ta f f  over the Scenarios, i t  was not 
used by the S.H.O, fo r  Scenario 1 and 2. Many non-medical 
s ta f f  mentioned that medical information would be important 
to carers. This has implications fo r the provision of 
information to carers ' as i t  indicates a d is p a r i ty  between 
what is  recognised by some s ta f f  to be important on which 
to inform carers ' and the views of the s t a f f  member that  
might arguably be in the best position to provide the 
information. There may have been more d iv e rs ity  i f  more 
medical s t a f f  had been included in the study.
(ii i)A1though some patterns have emerged, there was no evidence 
of a c lear d iv is ion  between the medical, nursing and
therapy s t a f f  in th e i r  perception of the need over the
Scenarios. This is  in te res ting  as according to Twigg and
Atkin (1994) one might expect a c leare r  d is t in c t io n  in
terms of extent to which the Medical and Social Models were 
used by the medical, nursing and therapy s t a f f .  I t  does
not provide f irm  support fo r  the e ffe c ts  of d ifferences in
tra in in g  on the practices of d i f fe re n t  d is c ip lin e s . Twigg 
and Atkin (1994) argued tha t more medically oriented s ta f f  
w il l  view carers d i f fe r e n t ly  to more s o c ia l ly  oriented  
s t a f f .
( iv )  The perceived need fo r  information on physical aspects 
reduced as the psychological and physical sequelae became 
more complex over the Scenarios. Carers were seen as 
needing more psychological support and information on
psychological sequelae as the complexity of the cases
. increased and social support reduced. This may ind icate  
that s ta f f  expected carers to have had access to
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information regarding physical aspects of stroke much 
e a r l ie r  on in th e ir  re la t iv e s  re h a b i l i ta t io n .  Again th is  
was not explored in the current study. However i t  does 
suggest that s t a f f  are aware of the impact of l im ited  
social support, increased burden and personality  change on 
carers. Although s t a f f  recognised the need fo r  more 
psychological help, i t  was not c lear from the current study 
tha t they would take res p o n s ib il i ty  fo r providing the 
information themselves or re fe r  on the another s t a f f  member 
or agency. Some s t a f f  did comment tha t where the carer was 
experiencing c lear psychologial d i f f i c u t ie s  they would fee l  
more comfortable re fe rr in g  on to another agency.
(v) Few s ta f f  used the Communication Model fo r  any of the
Scenarios. I t  was most frequently  used in response to the
Scenario in which i t  was e x p l ic i t l y  noted that the patien t  
had expressive aphasia. Although one might expect th is
response to  some degree i t  may also add weight to the 
re a c t iv i ty  of the s t a f f  group in th e i r  provision of 
information. This implies tha t  s ta f f  may provide  
information on aspects of functioning only i f  they are 
given e x p l ic i t  prompts h igh ligh ting  a c lear need. There is  
not enough information from the current study to conclude 
whether th is  is  a pos it ive  or negative th ing. Does i t  
re f le c t  a degree of f l e x i b i l i t y  whereby s t a f f  only inform 
carers i f  there is  a c lear d e f ic i t ;  or does i t  r e f le c t  the 
degree of re a c t iv i ty  among s t a f f  whereby they only inform 
once prompted.
( v i )  Some s t a f f  described the carer in Scenario 3 in a way tha t
suggested that th is  was viewed as a c r is is  s i tu a t io n ,  in
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which the carer was seen as posing a problem for the s ta f f  
team. Could i t  be tha t carers are only seen as co -c lien ts  
when they reach a c r is is  point and are perceived as having 
d i f f i c u l t y  coping? Moreover, the s t a f f  indicated tha t a 
more senior s t a f f  member such as the Ward S is te r  or 
Consultant Physician would be the best person to meet with 
the carer and provide information. They c le a r ly  did not 
see the carer in the more complex Scenario as someone with  
whom they had the s k i l ls  to deal.
To summarise:
1. The current study supports the postulate tha t  s ta f f  drew on 
a range of models to shape aspects of stroke on which they 
informed carers.
2. There were s im i la r i t ie s  and d ifferences in responding 
w ithin  the s ta f f  group but no evidence of a rigorous, 
systematic approach regarding aspects of stroke and i t s  
consequences on which to inform carers.
3. There is  evidence of a d is p a r ity  between information  
perceived by some s t a f f  to be needed by carers, and views 
on who should provide i t .
4. There is  a suggestion tha t some s t a f f  do not see themselves 
as having the s k i l ls  or expertise to inform carers.
4 .2  V a l id i ty  and R e l ia b i l i t y  of the Measures Used.
1. D e f ic i t  and In te ra c tio n a l Models
The resu lts  from th is  study suggest th a t  both the D e f ic i t  and
In te ra c tio n a l Models were useful in d istingu ish ing between the
responses of the s t a f f ,  and allowed fo r  the development of
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p ro f i le s  of reponding over the Scenarios. Measures of in te r - r a te r  
r e l i a b i l i t y  showed th a t  the Models combined were measuring what 
the researcher hoped they would measure. S ta f f  did however 
generally  use a mixture of items from the In te rac tiona l and 
D e f ic i t  Models, and not just items from one or the other. This 
may be explained by the way in which the theory was 
operationalised fo r  th is  study. While the theore tica l
underpinnings of the two Models of in form ation-giv ing have been 
shown to be helpful in the f i e ld  of schizophrenia, i t  may be tha t  
the theory is  not so c lear cut when applied to stroke and 
operationalis ing  the inform ation-giv ing theory in terms of two 
separate Models to measure in form ation-giv ing in s t a f f  working on 
a stroke un it is  not h e lp fu l.  That is ,  th is  study suggests tha t  
the two d is t in c t  Models of in fo rm ation-giv ing are not transferab le  
to the f ie ld  of stroke.
R e l ia b i l i t y  of the Models, other than in te r - r a t e r  r e l i a b i l i t y ,  
such as te s t - r e te s t  r e l i a b i l i t y ,  was not assessed. The present 
study u t i l is e d  a case study approach and examined s ta f fs '  current 
inform ation-giv ing s ty les .  I t  was assumed that the responses 
s t a f f  made would be stable and routine, but the r e l i a b i l i t y  of 
ind iv idual s t a f f 's  responses, that is  whether they would use the 
same items from the Models in a d i f fe re n t  context or at a la te r  
date, was not assessed. A fu ther study would have to be carr ied  
out to assess th is .
2. Models of Type of Information Provided.
This study demonstrated that the framework used to e l i c i t  Models 
shaping the type of information given to carers ( fo r  example. 
Communication, Socia l, Psychological e t c . )  did d istingu ish between
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s t a f f .  The framework was useful because i t  re f lec ted  that s ta f f  
did not use ju s t  one Model but generally  used a combination of 
d i f fe re n t  items. Generally the framework allowed the
demonstration of some f l e x i b i l i t y  in th e i r  app lication  of Models 
over the Scenarios. Again, r e l i a b i l i t y  of these measures was not 
assessed in th is  study as i t  was assumed that s t a f f  responses
would be r e la t iv e ly  s tab le , but i t  may be in te re s tin g  fo r  a fu ture  
study to measure the resonses of s t a f f  over time using th is  
framework to see i f  the aspects of Models used changes over time.
3. Scenarios.
Results from th is  study suggest that there were v a l id  d ifferences  
between the severity  and complexity of the Scenarios as ind iv idual  
s t a f f  generally  responded d i f f e r e n t ly  to the d i f fe re n t  Scenarios 
in terms of Models used. I t  is not possible to estab lish  from 
th is  study exactly why s t a f f  responded d i f f e r e n t ly ,  but th is  could 
be explored in fu tu re  through the use of verbal protocol. S ta f f  
fo r example could be asked to express why they respond in the way 
they do to the d i f fe re n t  Scenarios as they progress through them.
4.3  L im itations of the Current Study.
This f in a l  section outlines several ways in which the present 
study may be improved upon and suggests ways in which fu ture
research in th is  area may be developed.
1. The current study has provided an insight in to  models
shaping inform ation-giv ing behaviour of a group of s t a f f  on 
a s p e c ia l is t  stroke u n it .  Future work could use fu lly  
investigate  how th is  a c tu a lly  e f fe c ts  in form ation-g iv ing
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behaviour of the s t a f f  group. In p a r t ic u la r :  the impact of 
t ra in in g  on the provision of information; the cognitive  
processes underlying the formulation of inform ation-giv ing;  
c la r i fy in g  the ro le  of other variab les (such as previous 
experience of caring and impact on inform ation-giving  
behaviour, duration of experience working with stroke  
patients and th e i r  carers, s ta f fs '  understanding of stroke  
and or i l ln e s s  model).
2. Future studies should explore the l inks  between the
organisational po licy  on carers and whether they are seen 
as c o -c l ie n ts ,  resources e tc . and how th is  shapes 
in form ation-giv ing behaviour.
3. Future studies could use fu lly  focus on d i f fe r e n t ia t in g  the 
approaches of d i f fe re n t  d isc ip lines  and explore l inks  
between tra in in g  and the impact th is  has on shaping
practice . I t  is  l ik e ly  however th a t  regardless of 
t ra in in g ,  i t s  influence on in form ation-giv ing may be 
superceded by the organisational model used.
4. D i f fe re n t ia t in g  between the model of in fo rm ation-giv ing
used by ind iv idual s t a f f  members and carers ' with whom they 
have had contact and provided information, would allow some 
comparison of degrees of s a t is fa c t io n  and l inks  with
approaches to in form ation-g iv ing.
5. Issues arose from the use of the MSA. Although i t  assisted
in the development of a p r o f i le  of the s t a f f  group, and
w i l l  f a c i l i t a t e  the implementation and assessment of change 
in th e i r  responding (by carrying out a fu r th e r  MSA
following the provision of t ra in in g  in assessment of 
carers ' needs fo r  information, and systematic methods of  
applying th is )  the resu lts  are not generalisable to  other 
s t a f f  groups. In add ition , although there are guidelines
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for the in te rp re ta t io n  of the MSA p lo ts , when using small 
samples i t  is  harder to  know exactly  how to p a r t i t io n  the 
p lo ts . This could be overcome by increasing the number of 
respondents, and hypothesizing where they may f i t  in the 
space. This may assist in the c la r i f ic a t io n  of the 
p a r t i t io n in g .
6. The use of the Scenarios to guide s t a f f  responding has 
proved a helpful tool fo r  th is  study, but could use fu lly  be 
developed to provide a more standardised measure with which 
to assess in form ation-g iv ing.
Section 4 .4  Conclusions and Recommendations.
The aims of th is  study were to explore the views of s t a f f  working 
on a stroke unit regarding information needed by carers, and the 
models they used to shape the provision of information. I t  was 
hoped that th is  would resu lt  in recommendations to ass ist in the 
development of an improved service fo r  carers of patients  on the 
stroke u n it ,  and f a c i l i t a t e  fu r th e r  th e i r  involvement in  
re h a b i l i ta t io n .  What follows are the conclusions drawn from the 
study and recommendations fo r  improving the provision of 
information to carers.
Overall there is  a fragmented approach to informing carers w ith in  
th is  stroke u n it .
Although s t a f f  are aware of aspects of stroke on which to inform  
carers, there is  no evidence of a coherent model shaping s ta f fs '  
in form ation-g iv ing. This w i l l  p o te n t ia l ly  have im plications fo r  
the extent to which carers w i l l  become involved in the
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re h a b i l i ta t io n  process.
This h igh ligh ts  the need fo r the s t a f f  on the unit to adopt a 
coherent model fo r  informing carers about a l l  aspects of stroke. 
While allowing f l e x i b i l i t y  of app lication  to account fo r  
ind iv idual preferences, there is  a need for an e x p l ic i t ,  
systematic process of assessing carers ' needs on admission to the 
un it  -  regardless of the patients  previous h istory  of admissions- 
and the provision of information. This should be addressed at an 
organisational level and at the ward le v e l .
At the organisational le v e l ,  p o lic ies  encouraging s t a f f  to  t re a t  
carers as co -c l ie n ts  on admission of th e i r  r e la t iv e  to the stroke  
unit should be drawn up. The policy must s t ip u la te  the 
requirement of systematic and on-going assessment of carers ' needs 
for information and support.
On the ward level a check lis t ,  to be used on admission -  or 
shortly  a f te r  -  should be integrated in to  c l in ic a l  prac tice  to  
prompt s t a f f  to assess carers ' needs fo r  information on a l l  
aspects of stroke, and to assess th e i r  current knowledge and needs 
fo r  information and support.
F in a l ly ,  a systematic process would be best implemented by a named 
s t a f f  member who had regular contact with the carer and could 
carry out the i n i t i a l  assessment and re fe r  on to other s t a f f  from 
d i f fe re n t  d isc ip lines  i f  they f e l t  they did not have the expertise  
to  provide the information.
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Scenario 1.
Mr. A is  a 65 year old man admitted to the stroke unit from the 
general hospital approximately 2 weeks ago a f te r  suffering  a 
r ig h t CVA 1 month ago.
He has no premorbid h istory  of head in ju ry  or physical health  
problems.
Physically , although there is  some le f t -s id e d  motor weakness, he 
is  able to tra n s fe r  unaided and walk with assistance. Nursing 
s t a f f  have noticed tha t there is  evidence of visual neglect and 
th is  has been confirmed during O.T. and physiotherapy assessment. 
His speech is f lu e n t  and an asessment by the Speech and Language 
Therapist shows he has no communication d i f f i c u l t i e s .
Mr. A was i n i t i a l l y  shocked and confused follow ing the stroke but 
is  now cooperating well with therapy and motivated to improve his  
motor functioning.
His w ife , the main carer, v is i ts  d a i ly  and is  well supported by 
th e i r  two sons who l iv e  lo c a l ly .  She has to ld  nursing s t a f f  tha t  
she is  keen to discuss options fo r add itional support when her 
husband returns home.
Scenario 2. 203
Mr. B is a 75 year old man who has been on the stroke unit fo r  one 
week. He suffered a Left CVA two weeks ago when he was admitted 
to  the general hosp ita l.
He has a h istory  of Insu lin  Dependent Diabetes M e ll i tu s  and the 
medical records note previous admission to the general hospital 
fo r possible T IA 's . He has been treated  with anti depressants in 
the past.
He has poor postural control and severe loss of arm function on 
the r ig h t  side. He is able to tra n s fe r  with two people.
Nursing and therapy s t a f f  report poor motivation and presence of  
depressed mood and high levels  of anx iety .
A speech and language assessment provides evidence of mild non­
f lu e n t aphasia and dysarthria .
Prior to the stroke Mr. B was being cared fo r at home by his w ife  
(aged 76). Although she is  f i t  and well and desperately keen fo r  
her husband to return home, she is  concerned about being able to  
care fo r  him. They have a daughter and grandchildren l iv in g  
lo c a l ly .
Scenario 3. 206
Mrs. C is  a 78 year old woman who had a Left CVA approximately 5 
months ago. She has been on the stroke re h a b i l i ta t io n  unit fo r 3 
months. She had suffered a Right CVA 2 years ago which had l e f t  
her with a residual le f t -s id e d  weakness. Currently she is  able to  
t ran s fe r  with two nursing s t a f f ,  but progressing well in 
physiotherapy.
I n i t i a l l y  nursing s ta f f  reported some perseverative behaviour such 
as repeatedly shouting out fo r  assistance and her husband reported 
a marked personality  change characterised by increased 
i r r i t a b i l i t y  and d is in h ib it io n .  There was some degree of aphasia 
but th is  has improved with input from speech therapy.
Nursing s ta f f  fee l th a t  her husband, who has l i t t l e  support from 
re la t iv e s ,  and is  the main carer presents as both anxious and 
depressed. He frequently  complains to s t a f f  about about his 
w ife 's  care ,often  requesting fu rth e r  medical investigations and 
changes of medication.
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COHEN'S KAPPA CALCULATIONS FOR HYPOTHESIS 1 AND 2, FOR THE THREE 
SCENARIOS.
(1) Scenario 1, Hypothesis 1
A B BOTH
A 5 5
B 3 3
BOTH 5 5
5 3 5 13/15
(15) Total Number
15*13 -  59
= 0.81
225 -  59
Scenario 2, Hypothesis 1.
A B Both
A 8 8
B
BOTH 6 6
8 6 14/15
14*14 -  100
0.76
225 -  100
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(3) Scenario 3, Hypothesis 1 
A B BOTH
A 6 6
B
BOTH 7 7
6 7 13/15
K = 13*13 -  85
  = 0.60
225 -  85
(4) Scenario 1, Hypothesis 2. 
N = 15
k = 15*14 -  146 210 -  146
= 0.81
225 -  146 79
(5) Scenario 2, Hypothesis 2. 
N = 15
k = 15*14 -  169 = 41
= 0.73
225 -  169 56
(6) Scenario 3, Hypothesis 2.
N = 15
k = 15*14 -  170 = 40
_____________   = 0.72
225 -  170 55
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T r a n s c r i p t  Number 1 ( S p e e c h  T h e r a p i s t )
Scenario 1.
1. He doesnt have any communication d i f f i c u l t i e s  as such. But we 
v/ould s t i l l  give advise or information about stroke and what the 
results  of stroke would be. What causes i t  what the consequences 
are and explain that the confusion and shock is normal following  
stroke and why that is .  Then we would probably t e l l  her that even 
though he does not have speech problems there is a carers group 
which meets every other month at Surbiton Hospital. There are 
d if fe re n t  speakers and d i f fe re n t  support speakers and re la t ives  of 
people who have had strokes. She would be encouraged to attend i f  
appropriate. In th is  case probably not as he has no speech 
problems. Probably t e l l  her about the carers group at a la te r  
stage, see how he copes with the rehab, s itu a tio n  f i r s t .  He might 
recoup well enough not to need any thing.
2. Obviously i f  we were not tre a tin g  him then i t  would need to 
come from the other d isc ip lin es , she is  acctua lly  saying that she 
needs aditional support i f  her husband goes home and even though 
she has support from her son, she might need some other 
counselling or advise from some d i f fe re n t  -  psychology, carers 
support, O.T probably give her some help, community support. 
Verbally  is the best way of presenting information but also 
le a f le ts  produced by the Chest, Heart and Stroke Association, but 
also any other in ternal things that we have such as counselling  
carers and advice although we would ju s t  give her general advice 
on what stroke is because he does not have any speech problems.
3. She seems keen to discuss additional support so she would need
to know what v/as av a ila b le .  The people on the unit would be the
best people to advise her on that or social worker. Benefits, I 
suppose, family allowances, follow-up out patien t for her husband.
4. I  th ink that a lo t  of re la t ives  dont get what they need. I  
th ink that at the early  stages when patients  are admitted at the 
acute stage are not given enough information. Quite often they 
come over from rehab, and i t  is the f i r s t  time they have discussed 
what a stroke is and how long i t  w i l l  be and the long term
e ffe c ts .  Lots of patients at the acute stage the re la t iv e s  are
never informed of what that might mean. Nursing s ta f f ,  
consultants, should be informing them at that stage, physiotherapy 
etc . Everyone, because at th is  stage the re la t iv e s  f i r s t  reaction  
is shock and although they may be being to ld  that information they 
dont often absorb i t  and often i t  need re i te ra t in g  numerous times. 
In the simplest way possible otherwise they w i l l  get very bogged 
down in technical terms and stresses. They should be to ld  in a 
very basic, straightforward way what i t  means.
Scenario 2.
1. A lo t  more. He has got a lo t  more problems. From the speech 
therapy side she would be provided with information on speech
problems and dysarthria and what his speech problems could be and
give them information on th a t .  Also as mentioned before more
general information on stroke and more d e ta i ls  on spec if ic  
problems. However, he also has poor motivation, depression, 
anxiety. He w il l  need a lo t  of input and counselling himself as 
well as for her. He has a history of antidepressants so she is
used to him having depression and i t  would be in te re s tin g  to know 
how she coped in the past, and that is  something that we would
probably discuss with her. gg^i'obably discuss with her that
personality can change a f te r  stroke, i t  sounds l ik e . ,  what was his 
mood l ik e  before the stroke, was he poorly motivated before the 
stroke. Find out from her information such as what previous help 
she has had etc, and th is  w i l l  shape what information and support 
you w il l  give her, how she has dealt with problems in the past. 
Discuss with her what the changes might be. ^ .
2. Speech therap is t more general information and specific
information on speech and language, psychology possibly for
counselling. Best to give the information verba lly , most people 
only take in a certa in  amount of verbal information and some
should be w ritten  down fo r them to take away. This is part ly  in
exi stance.
3. She says that he has been cared fo r  by her at home in the past 
so she may have neeeded some sort of support. I t  would be useful 
to f ind out what support she has had in the past i f  any. He is  
going to have a lo t  more problems than he has had previously. She
is quite keen to have him home and she needs to know exactly what
the problems w i l l  be and how much more support she w il l  need. She
has a daughter but she has children so she w il l  only be able to
give a certa in  amount of support. I t  would be useful to know how 
much support the daughter has provided in the past. Has she had 
any counselling previously, what friends she has.
4. There are lo ts  of l im ita t io n  in providing th is  support and
information. I  dont th ink that people have time. They dont have
time to speak to people on a one-to-one basis. There arent enough
support groups’. I  th ink the waiting l i s t  for things l ik e  
counselling and home care are quite long. Care in the community 
is  a l l  very well but is  i t  working?
Scenario 3.
1. A lo t .  She has even more problems. He doesnt have any
support from friends or re la t iv e s ,  or very l i t t l e  support, so he 
is  acu ta lly  taking on a lo t  of the re s p o n s ib il i ty  onto himself and 
he is already presenting as anxious and depressed and has 
problems, but that could also be the resu lt  of the fac t that she 
has had a CVA 2 years ago and he has been looking a f te r  here since 
then. Again f ind out what support he has had previously, f ind  out 
how much he knows. He is  ac tua lly  saying tha t she is having some 
sort of marked personality  change and you would obviously explain  
about th a t .  And explain about her speech problems. She should 
get information about stroke and i t s  consequences from the 
re h a b i l i ta t io n  u n it ,  but i t  sounds as though he is  not getting  
enough information. He doesnt fee l tha t they are giving him
enough information or care. He is  questionning what is going on 
and is not happy. He doesnt feel s a t is f ie d  by whatever he is  
being informed about.
2. Nursing s t a f f  fo r the medical side of things, speech therapy  
for the speech side of things. There needs to be some sort of 
psychiatric  input here and obviously a lo t  more counselling  
support fo r  him. A psychologist perhaps.
3. He sounds l ik e  he is  quite a depressed sort of person so you
would need to f ind  out what his problem is and are they ju s t  
re lated  to her and her being dumped at home"with him or whatever. 
What is causing his depression apart form the obvious immediate 
things. He is  very anxious and there are possibly some other 
problems. —
4 , I t  sounds as though s h e 2g # ^  a men ta l  change,  n o t  j u s t  
p e r s o n a l i t y ,  was t h e r e  someth ing  t h a t  he may have f e l t  he found  a t  
home happen ing ,  had she s t a r t e d  t o  become co n tu s e d ,  p o s s i b l e  
dementa.
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SUMMARY OF QUALITATIVE DATA
GENDER No. YEARS 
EXPERIENCE
EXPERIENCE
CARING
SALT F 5 YES
SALT F 12 NO
S.H.O. F 13 mths YES
SN F 18 mths NO
N F 7 NO
N F 15 NO
OT. F 12 NO
N F 7 YES
P F 1 NO
P F 1 YES
N F 4 YES
SW F 4 NO
WS F 4 YES
SN M 15 NO
N
KEY
F 21 YES
SALT = SPEECH AND LANGUAGE THERAPIST 
SHO = SENIOR HOUSE OFFICER 
SN = SENIOR NURSE/STAFF NURSE 
N = NURSE
OT = OCCUPATIONAL THERAPIST 
P =PHYSIOTHERAPIST 
SW = SOCIAL WORKER 
WS = WARD SISTER
